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PREFACE

Thisreport is the culmination of the work of numerous individuas who participated in a
series of nationa workshops and smdler work teams who met through regular conference calls.
In November 1999, the Office of Population Affairs, U.S. Department of Hedlth and Human
Services, convened ameseting in Batimore, Maryland, to assess the need for amode set of
Reproductive Hedth and Family Planning Indicators. The primary purpose of this effort wasto
consult with nationa experts and leadersin the field of reproductive hedth to identify needs and
st priorities for the development of a set of modd reproductive hedlth indicators. The andysis
and recommendations contained in this report reflect the expert opinion of the involved
participants. This report will help set an agenda for aprocess to identify, develop, and ultimately
implement a ussful and meaningful set of mode reproductive hedth indicators. It should serve
as a blueprint for improving data collection and performance measurement—tools that are
critica in furthering the god of ensuring the availability and accessibility of quality reproductive
hedlth care for dl Americans.

A series of three two-day workshops focused on the development of anationa set of
reproductive heglth and family planning indicators. These workshops provided aforum for
bringing together Title X Family Planning stakeholders, private and professiond reproductive
hedlth organizations, federal and state health agencies, advocacy groups, researchers, and other
interested parties to discuss the subject of reproductive hedth indicators. Discussons included
the need and use of indicators, the implications of indicators, and possible gpplication of
indicatorsto Title X Family Planning programs. Key leadersin the field of reproductive hedlth,
including those working in internationa reproductive hedth and family planning, were asked to
assist in the workshops and participated in relevant discussions,

The primary purposes for developing anationd set of reproductive hedth indicators are:

» To enhance reproductive hedlth in the nation by monitoring the indicators in order to identify
emerging reproductive hedth issues, needs, and disparities

» Toidentify the needs of reproductive hedth programs and assst in program evauation

» To encourage consstency and promote cohesiveness in data collection across different
agencies and programs

» Toassesstheimpact of current and future policies on reproductive hedth and to guide and
track advocacy efforts and fund alocation

The initid workshop, held on November 1 and 2, 1999, in Bdtimore, Maryland, examined
other related indicator initiatives. These included the experience of the Maternd and Child
Hedth Bureau in the development of performance, outcome, and hedth status indicators for Title
V Programs, and the relevance of these indicators to the development of similar indicators for
reproductive hedth and family planning programs. During this first workshop, severa regiond
family planning data projects were aso reviewed. The second workshop, held on February 28
and 29, 2000, in New Orleans, Louisiana, focused on internationd indicator initiatives, including
the Evauation Project, an initiative funded by the U.S. Agency for Internationd Development
(USAID), which developed a handbook of family planning indicators for usein family planning
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programs in developing countries. The fina workshop, held on May 22 and 23, 2000, in
Phoenix, Arizona, focused on government indicator and measurement initiatives, such as Hedthy
People 2010 and the Government Performance and Results Act (GPRA).

All of the workshops included an opportunity for discussions on cross-cutting issuesin the
plenary session, aswell as discussons and reviews within smaller work teams that were formed
around specific topic areas. At the second workshop, individuals were invited to participate in
one of saven work teams based on their specific expertise or expressed interest in a particular
topic area. The following seven key topic areas were identified:

Purpose and Scope of aNational Set of Reproductive Hedlth Indicators
Overal Desgn, Structure, and Framework

Scientific, Technica, and Implementation Issues

Program and Interagency Consistency

High-Need, Underserved, and Underrepresented Populations

Ethics and Service Qudity

Title X Program Consderations

NogabkwdpE

These groups met a the workshops and by conference cal to develop individual papers
providing guidance and recommendations on reproductive hedth indicators.

The information and recommendations contained in this report are derived from severd
sources. The nationa workshops provided participants with background information about
various related efforts and provided opportunities for participants to review and discusswork in
progress. The workshops were supplemented by a series of conference calls among the core
work team members. The conference cdls alowed for in-depth discussions of particular issues
with input from the literature and work team members experiences. Throughout the
development period, the work team leaders coordinated efforts, sharing draft materids and
providing feedback. This process alowed the teams to work in parallel and promoted
consistency among the developing chapters.

In order to operationdize the indicators for various uses, the Purposes and Scope work team
sought agreement about a credible, recognized, and shared definition of reproductive hedthin
the United States. This proposed definition was presented at the Phoenix meeting and discussed
by the larger group of workshop participants. A consensus on the definition of reproductive
hedlth, with its caveats and key concepts, is intended to help provide ingght into what should be
measured and is critica to selecting what indicators should be used. Severa important
international trends informed this work. One was the renewed desire of governments to improve
the reproductive hedth of their populations and to understand and define reproductive hedth in a
comprehensve fashion. These trends were evident in the 1994 International Conference on
Population and Development (ICPD) in Cairo and aso have been reflected in documents from
other organizations.

The Design work team examined issues involved with an overdl structure and design that

corresponds with a broad definition of reproductive hedth, as well astheissues and action steps
involved in the structure and design of a reproductive hedth indicator set. The work team
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proposed a conceptua framework to guide the selection and analysis of reproductive hedth
indicators, as well as a procedura framework for using the conceptua model and other resources
to select indicators.

The Scientific, Technical, and Implementation work team was charged with looking at how
to ensure the gppropriate measurement and use of the indicators. To that end, the work team
reviewed the basic conceptua and scientific criteriafor reproductive hedth indicators, including
the vdidity, reliability, and availability of data and the timeliness of data collection.

To minimize confuson among exigting program indicators, the Consstency work team
focused on a gtrategy to promote consistency in developing the definitions of reproductive hedth
indicators.

The High-Need work team looked to ensure that afull diversity of individuds are
represented among population samples for monitoring reproductive hedth and to congder
gpecific indicators for diverse groups. The work team members reviewed strategies for the
inclusion of populations with small aggregate numbers and of sparse populations that are broadly
dispersed with agod of suggesting genera guiddines with respect to reproductive hedth
indicators for high-need populations.

The Ethics and Service Qudity work team addressed the intersection of ethics, service
quality, and reproductive hedlth indicators, reviewing the ethica principles and procedures that
ground all research processes. The workgroup aso addressed two related quality issues—
recognition of the various system components where quaity can be assessed and possible
dtandards for selecting measures of qudity of care.

The Title X work team presented a case study in which the principles and concepts presented
in the other chapters are gpplied to the federdly funded Title X Family Planning Program. The
Reproductive Hedth Indicators project isimportant to the Title X Program because it will lead to
the development of indicators that will provide program staff and adminigtrators, advocates, and
policy makers with important evidence of the benefits afforded by the full scope of services
provided by Title X clinics. Indicators can be used for monitoring progress and planning for
future changes and improvements. Thisinformation will be useful for program drategic planning
and god ting.

This report isintended to advance the concept of reproductive hedlth indicators in order to
move the United States toward the achievement of improved systems for measuring the
reproductive hedth of dl Americans. The ultimate god is to use the information and
recommendations presented in this report to begin a process for developing a modd set of
reproductive hedth indicators.
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INTRODUCTION

Indicators of reproductive health can serve anumber of purposes. to describe the status of
reproductive health in a given population; to track the processes by which reproductive hedlth
careis provided, aswdll as the outcomes of those processes; and to set goas for improving
reproductive hedlth. The growing interest in reproductive heglth on the part of patients,
providers, and policy makersin recent decades has been accompanied by a burgeoning wedth of
information and data sources. Most of the data available in the field today have been desgned to
asess specific problem conditions rather than the broader state of reproductive health among
populations of individuals. Indeed, thereis at present no widely accepted definition of
reproductive hedlth that can be gpplied uniformly in any measurement efforts.

Recognizing these limitations, the Office of Population Affairs (OPA) convened a series of
invitationa conferences to provide aforum for representatives from Title X Family Planning
stakeholders, private and professond reproductive hedth organizations, federd and Sate hedlth
agencies, advocacy groups, and other interested parties. These representatives came together to
discuss the present “ state of the state” of reproductive hedth indicators, their implications, their
need and use, and their application to Title X Family Planning programs. They were charged
with devel oping recommendations for the use of anationa set of reproductive hedth indicators
and a drategy for their sdlection and implementation.

The work of the Reproductive Hedlth Indicators Project has drawn upon the creative energy
and expertise of awide range of individuas in reviewing and responding to severd key
guestions: How do we define reproductive health in the United States? What would congtitute an
effective system of indicators of reproductive hedlth in the United States? What would be useful
criteriafor sdlecting such indicators, and how would they be applied in a program setting? To
address these questions, the Task Force on Reproductive Hedlth Indicators worked toward a
number of objectives

» To develop consensus on a definition of reproductive heglth

» To define the needs and uses of reproductive hedth indicators, bringing specid attention to
key problems

» To st an agenda for measuring reproductive heeth in the United States

» To commission background papers to help provide expert advice and guidance on improving
measures of reproductive hedth in the United States

This report embodies the results of that work. Its development has semmed from the need to
inject some agreement and consstency into a definition of reproductive hedth, to identify
existing indicators that address reproductive hedlth, and to create a system of common
reproductive hedth indicators that crosses levels of government, from the nationd to the Sate to
the local level. The members of the Task Force on Reproductive Hedth Indicators have strived
to bring coherence to the field of reproductive hedth in the United States—working againgt the
fragmentation, the segmentation, the categorizations into small and discrete aress. To that end,
they worked from a broad conceptuaization of reproductive hedth rather than a narrow view of
the various components of individua programs, diseases and conditions, or populations.
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This report is the result of a pioneering effort to provide a conceptua framework for
producing amode set of indicators. Such indicators will alow policy makers and researchersto
describe reproductive health in more comprehensive terms, to monitor outcomes for planning
purposes, to set gods, to coordinate public and private efforts to accomplish those godss, and to
evauate the effectiveness of programs and activities aimed a improving the reproductive hedth
of dl Americans

Reproductive Health Indicators
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EXECUTIVE SUMMARY

CHAPTER 1: PURPOSE AND SCOPE OF A NATIONAL SET OF REPRODUCTIVE
HEALTH INDICATORS

Definition of Reproductive Health

Thefollowing definition, developed at the 1994 International Conference on Population and
Development, has been adopted for the purposes of the Reproductive Hedlth Indicators Project:

Reproductive hedth is a state of complete physical, mental, and socid well-being, not
merely the absence of disease or infirmity, in al matters relating to the reproductive
system and to its functions and processes.

Key Concepts of Reproductive Health

The following cavests should idedlly be gpplied to dl reproductive hedth servicesin the
United States:

* Reproductive hedth policies, programs, and services should be comprehensive,
voluntary, and non-coercive; confidentiad and respectful of human rights; and age
appropriate, culturdly senstive, and appropriate for men as well as for women.

* Reproductive health programs and services should be accessble to everyone without
regard to sexud orientation, gender, age, race or ethnicity, citizenship, geographic
location, primary language, educeation leve, physica or mentd disability, marita satus,
income, or insurance status. Reproductive headlth services are essentid for the entire
population, mae and female, and not merely for those who are childbearing or sexudly
active.

* Reproductive hedth care should include the provison of information and services that
address the changing concerns related to reproductive hedlth in youth, middle age,
menopause, and later life.

Reproductive health services for any population should include (but not be limited to) the
fallowing:

* Men’'sand women'’s health—The population should have access to the hedlth care,
screening, and preventive services necessary to ensure reproductive hedlth throughout the
lifecyde.

» Safe and healthy mother hood—The population should have access to appropriate
hedlth care services that will enable women to have safe pregnancies and ddliveries (if
desred) and to provide families with the best chance of having hedthy infants.

* Reproductivetract infections and reproductive system cancer s and other diseases—
Reproductive hedth care should include prevention, screening, and treatment of
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reproductive tract infections, including HIV/AIDS and other sexudly tranamitted
diseases, and of cancers of the breast and reproductive system.

» Fertility regulation—The population should be informed about and have access to their
choice of the full range of safe, effective, affordable, and acceptable methods of family
planning. Abortion, serilization, and basic infertility services are dso a part of fertility
regulation.

* Education and counseling—Reproductive hedlth care should include the provision of
unbiased, accurate information and counsding on al aspects of sexudity and
reproductive health. To ensure the reproductive hedlth of the population, such
information must be readily available and widdly disseminated.

» Developing new technol ogies—Improving reproductive hedlth entails encouraging the
development of reproductive technologies aswell as promoting access to and ensuring
appropriate use of such technologies. Safeguards that ensure rigorous evauation and
gpprova, aswell asinformed consent, must be in place during al stages of the
development and use of such technologies.

Purpose of Reproductive Health Indicators

Describing the current and past hedlth status of a given population

Monitoring changes in hedth satus over time

Assding in setting gods

Holding agencies accountable for improving outcomes

Providing evauation or quaity improvement and determining program effectiveness

The indicators chosen should dlow agencies and service providersto do the following:

1. Measure progress in achieving the outcomes described by the cavests, key concepts, and
definition of reproductive hedth

2. ldentify emerging reproductive hedlth issues and needs

3. Respond quickly and effectively to reproductive hedth disparities among population
subgroups

4. Ensurethat the reproductive hedlth needs of the population are consistently met with
quality services

5. Fogter consgtency inindicator definitions and data collection

6. Assessthe effects of policy changes on reproductive hedth

Scope of the Indicator Set

The scope of the indicator set should be focused on reproductive hedlth status and outcome
measures, which should be positively defined whenever possible. At the sametime, it is
important to recognize the breadth of the many socia and other factors that have an impact on
reproductive hedth. The following areas should be included in the scope of the nationd
indicator st:

* Population and Scae
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— Gender

— Race and ethnicity

— Socioeconomic status

— Locd, regiona, and nationa data sets
e Information Needs
e Socid and Other Factors
e DataCadllection

CHAPTER 2. OVERALL DESGN, STRUCTURE, AND FRAMEWORK

The development of aset of reproductive hedth indicators requires an overdl structure and
design that corresponds with the broad definition of reproductive health and the purposes and
scope of the Reproductive Health Indicators Project as presented in Chapter 1. Carrying out this
charge requires development of a conceptua framework to guide the selection and andys's of
reproductive hedlth indicators and a procedurd framework for using the conceptua model and
other resources to sdlect indicators.

Conceptual Framework
Thefadllowing five qudities of the conceptua framework are considered optima:

1. Relevanceto the purposes and scope of reproductive health indicator s—The moded
should support the development of indicators that will do the following:

» Measure progress in achieving outcomes described by the key concepts, cavests, and
definition of reproductive hedth

* |dentify emerging reproductive hedth issues and needs

* ldentify disparities among population subgroups

» |dentify reproductive health needs of the population and the extent to which they are
met with quality services

» Assssthe effects of policy changes on reproductive hedth

The modd should aso conform to the proposed scope of the indicator set by
emphasizing measures of reproductive hedth status and outcomes while reflecting the
breadth of socia and other factors that have an impact on reproductive hedlth.

2. Consstency with requirements of the Gover nment Performance and Results Act—
The Government Performance and Results Act (GPRA) emphesizes the use of indicators
for monitoring federaly funded programs by focusing on inputs, processes, and outputs.

3. Adaptability to reproductive health content or domains—The mode should be
compatible with existing reproductive health indicators, such as those specified in
Healthy People 2010 and other widdy recognized indicator setsin thefield. At the same
time, the modd should provide guidance for the development of indicators that are not
currently available or used.
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4. Documentation in theliterature of relationships depicted in the model—The modd
should be derived from solid research that confirms, rather than hypothesizes,

rel ationships among domains and/or variables.

Intuitive logic, smplicity, and under standability—Because reproductive hedth
indicators will be disseminated to people of many backgrounds, the model on which they
are built should facilitate, not inhibit, their understanding and gpplication.

The proposed modd for the conceptud framework includes 17 domains, which are organized

under five headings that represent the key aspects of reproductive health (see Figure 2-1):

1.

Reproductive Hedlth Status
* Hedth and functioning
* Disease

BdiefsBehaviors

* Hedthbdiefs

»  Persond/couple behaviors

» Use of appropriate hedth technology

Environment

» Demographics

» Socid environment

e Phydcd environment

* Pdlitica environment

*  Hedth environment

e Community norms, sysems, and structures

Hedth Sysems
e Organization
*  Finadng

» Policies

Interventions

* Inputs

e Processes
e Outputs

Procedural Framework

The procedurd framework should ideally possess the following qualities:

Systematic sequencing of development phases to alow for adequate attention to each

type of indicator

A primary focus on reproductive hedlth Satus, with linkage to other indicators

Reproductive Health Indicators
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» Useof exiding indicators whenever possible

» Allowance for acore st of indicators selected from the larger set

» Congstency with other federal government activities and requirements (e.g., GPRA,
Healthy People 2010, Materna and Child Hedlth Bureau Performance M easures)

The conceptua framework described above provides abasis on which to develop
reproductive headth indicators. The entire development process should involve three
interdependent but sequentia phases. Phase 1 is development of Reproductive Hedth Status
indicators. Since these are the most essentia indicators, they should be fully developed and
perhaps pilot tested before the second phase begins. Phase 2 involves development within the
Environment, Beliefs/Behaviors, Hedth Systems, and Interventions domains. Because dl of
these domains imply some type of action, they are henceforth called “ Reproductive Hedth
Action indicators’ in this document. When development of both reproductive hedth status and
action indicators is completed, a core set of indicators should be sdected from the larger set. This
will condtitute Phase 3. Severa steps are required to complete each of these phases.

Phase 1: Reproductive Health Status Indicators

Operationalize the broad definition of reproductive hedth.

Reduce the number of concepts.

Identify potentia indicators.

For each concept, compare the candidate indicators according to relevant criteria
Sdlect indicators that best meet the criteria

Consider new messures.

Complete the description of characterigtics of the indicators.

NoobkwdpE

Phase 2: Reproductive Health Action Indicators

1. For each reproductive headth status indicator, identify contributing factors from current,
scientificaly sound research.

2. For each reproductive hedlth status indicator, identify interventions used to modify the
contributing factors in the Environment, Hedlth Systems, and BdliefsBehaviors domains.

3. Deveop aconcept map for each reproductive hedth status indicator.

4. Reduce the number of concepts to a manageable set, keeping in mind that the
reproductive hedlth indicators are intended to be used to monitor key events and
conditions.

5. ldentify candidate indicators for each concept.

6. Compare the candidate indicators for each concept according to specific criteria (e.g.,
those adapted from the World Hedlth Organization).

7. Sdect indicators that best meet the criteria, using a systematic process for weighting and
ranking aternatives.

8. Condder new measuresin cases in which no indicator is available for a critica concept.

9. Complete the description of characteristics of each indicator.

Phase 3: Core Set of Indicators

The core st of indicators should be sdected from both Reproductive Hedlth Status and
Reproductive Hedlth Action indicators. Core indicators should be of great importance to
reproductive hedlth. They should represent key conceptsin the definition from the 1994
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Internationa Conference on Population and Development in Cairo (e.g., male representation,
specific types of hedlth care, access to the full range of care components), as described in
Chapter 1, and should include al critical domainsin the modd. Although a specific number of
core indicators is not recommended, the number should be relatively small to encourage their
widespread utilization.

CHAPTER 3: SCIENTIFIC, TECHNICAL, AND IMPLEMENTATION ISSUES

Scientific and Technical Issues

Measurement criteria that must be met in order for the indicators to accurately reflect the
components of reproductive hedlth, as defined in Chapter 1, include the following:

» Validity: Informulating the reproductive hedth indicators, discusson with various
stakeholders and experts will be needed to ensure that the proposed indicators are vdid,
that is, that they accurately capture the components of reproductive hedlth.

* Rédiability: The measurement or caculation of an indicator must be consistent across
groups, such as state, population, or program, as well as over time,

» Dataconsiderations. For each indicator, a number of questions about the “what, where,
and how” of identifying data sources should be asked and adequately answered:

— Typesof datac What types of data are needed to measure each indicator?

— Auvailability of data: Are the data aready available? If not, what must be done to collect
or obtain them?

— Sources of data: What are the advantages and disadvantages of using different sources of
data for each indicator being measured?

— Qudity of datac What is the qudity of the different data sources being used or considered
for each indicator?

— Rdevancy of data How relevant are the datafor small areas or subpopulations of
interest?

I mplementation | ssues

Specifying, measuring, and using reproductive health indicators requires the cooperation of
many different individuas, programs, and levels of government. Coordination between funders
and oversight organizations can decrease duplication of data and indicators, making data
collection and indicator use more efficient and increasing communication and cooperation across
organizations. Theway in which indicators will be used must be darified in the early stages, and
stakeholders should be involved in these decisons. Areas that will require focused consideration
and resources include the following:
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» Clearance, approval, and support: Clearance, approval, and/or support of the
indicators initiative and process is needed from prospective nationd partners and data-
gathering organizations.

» Operationalization: Sdection of indicators should take into consderation the extent to
which the various groups involved can contribute to the process, supply data, and use the
resulting indicators.

* Dissemination: Thedissemination of theindicatorsis an important step in the
implementation process. The various options that are available include a complete
national annua document that reports standard indicators for dl or some entities, which
could be published in print form or as a Web-based report; a national annua benchmark
report documenting standard indicators that can be used by entities for comparison; and
individua reports for specific programs, regions, or states.

* Quality Improvement: Plansfor qudity maintenance and improvement should be built
into the implementation process from the very beginning. To that end, the organizations
and individuds responsible for collecting and reporting indicators should have training in
indicator measurement and reporting.

» Assessment, Testing, and Revision: Iterative assessment and improvement mechanisms
should be built into the Reproductive Hedlth Indicators Project to provide systemétic
review and discusson of published and reported indicators.

Recommendations

» Focusthe nationd effort, a least initidly, on outcome or status indicators rather than on
process indicators.

» Involve awide spectrum of experts, stakeholders, and consumersin operationdizing the
concept of reproductive hedth into anumber of potentia indicators. Service providers
and those who will be asked to provide data should be involved from the beginning.

* ldentify and introduce different classes of indicators, such as basic measures, pilot or
developmenta indicators, and optiond or rotating indicators.

» Allocate enough resources and time to ensure that indicators are measured in valid,
accurate, and comparable ways across time, areas, and populations.

» Encourage the use of indicators as program gods rather than as judtification for
withholding resources.

* Asmuch as possble, capitdize on using exising data and indicators rather than
duplicating efforts.

CHAPTER 4: PROGRAM AND INTERAGENCY CONSISTENCY
It isimportant for reproductive hedth indicators to be cons stent within and among programs

and agencies because this provides comparable data that can be compared across programs,
agencies, and geographic aress, aswell as over time. Consstency can lead to improved quality of
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care when comparisons can be made between service delivery stes or programs. Having
consgtent indicators within programs and with other agencies lends credibility to the validity of
the indicators, because they are consdered to be important by more than one group. Consistency
can aso potentiadly reduce the workload for those producing the indicators if they are doing so
for more than one group. Findly, consstency reduces the time and effort of those developing the
indicators, making the process as efficient as possible.

For each indicator s, the following information should be documented:

Agency or organization leading the development

Y ear in which indicators were findized, how long they have been used, and whether they
aedill inuse

Breadth of the effort (i.e, internationd, nationd, multistate region, or date)

By using the above information, a database can be developed & the indicator leve of al
reproductive hedlth indicators already defined. For each indicator, the database should include
the fallowing:

Name

Breakdown or subcategories of analysis (e.g., age, race and ethnicity, income level)
Definition, including data sources for the numerators and denominators

Lead agency

Year findized

Yearsinuse

Sill in use (yes or no)

Breadith of effort (internationd, nationa, multistate, Sate)

Target population(s)

Portion of the conceptual modd addressed

Us(s) or proposed use(s) (e.9., billing, reporting requirement, monitoring, performance
measure, needs assessment measure, provision of comparable data)

Once the indicators are decided upon from the conceptua mode, steps must be taken to
minimize inconsstencies. When there are multiple acceptable ways of specifying an indicator, a
table should be produced that summarizes the definitions used by the breadth of the effort.
Information in the cdlls should include the lead agency, data sources, the use or proposed use,
and any notes about the geographica levels for which the indicator can be produced. If more
than one agency or organization has specified the indicator, dl definitions and agencies or
organizations should be indicated. Once dl definitions have been identified, the appropriate
definition can be sdlected by using the following guiddines

Emphasize definitions that have consstently been used by multiple agencies or
organizations (including using consstent data sources for the numerators and
denominators) and at multiple levels (breadth).

When congstency is not found, emphasize definitions that have been developed by

projects with the greatest breadth; those that can be estimated at the smallest geographical
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level; and/or those being used as reporting requirements, performance or needs
assessment measures, or monitoring measures.

There may be indances in the sdection of indicators when incongstency is actudly
necessary. Examples include stuations in which different denominators are required for different
target populations, a currently used definition isinadequate or ingppropriate for use in the
Reproductive Hedth Indicators Project (e.g., an insufficient definition is currently used in the
fidd); laws or regulations differ across geographic areas, leading to differencesin reporting or
definitions; and the availability of data sources varies across geographic areas. A process must
therefore be developed for handling necessary inconsistencies. Although thisis not an easy task,
one approach would be to form an Interagency Data Workgroup made up of representatives of
agencies or organizations, at least at the nationd level, that are developing reproductive hedlth
indicators or are involved in collecting the data needed to produce these indicators. Although not
meant to be acomplete lig, the following agencies and organizations should be considered for
indusion in this group:

* Alan Guttmecher Inditute

» Dividon of Reproductive Hedth, Centers for Disease Control and Prevention

» Family Planning Councils of America

o Statefamily planning adminigtrators

» Hedth Care Financing Adminigtration

* Maternd and Child Hedlth Bureau, Hedlth Resources and Services Adminigiration
» Nationd Center for Health Statistics, Centers for Disease Control and Prevention
» Nationa Committee for Quaity Assurance

* Nationd Family Planning and Reproductive Health Association

» Office of Women's Hedlth

Recommendations

The Reproductive Hedlth Indicators project group should review the list of proposed
indicators and their definitions to determine whether they can agree on ways to produce
consstent definitions across these agencies or organizations. If agreement cannot be reached, this
group should move toward endoraing the need for inconsstent definitions. When the list of
indicatorsis released, it is critical that the Interagency Data Workgroup has reviewed the list
with definitions and added an explanation when they fed that inconsstent definitions need to be
recommended.

CHAPTER 5. HIGH-NEED, UNDERSERVED, AND UNDERREPRESENTED
POPULATIONS
A full diversty of individuds must be represented among the populations sampled for

monitoring of reproductive hedth. Specific indicators should therefore be considered for diverse
groups, even if the importance of these indicatorsis not evident for the entire population.
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Principles

A st of principles has been agreed upon for the sdection and measurement of reproductive
hedth indicators for high-need populations:

1. Optimal reproductive health and eimination of disparities should apply to all
populations and to all individuals within those populations. An “optima” standard
should be stressed as a positive god.

2. Priority must be given to digparitiesin health between the general population and high-

need populations, and appropriate and adequate resour ces must be made available
eliminate those disparities. This principle places mgor emphass on the importance of
resource alocation and addressing disparities in services and resources (versus differences
among populations themselves).

Recommendations

Consideration of abroad range of populaionswill dlow for varigionsin loca monitoring
and attention to timely problemsthat arisein nationd, Sate, or loca settings. A commitment will
be needed to continue searching for resources to achieve adequate coverage of al groups that
warrant concern. Optimal coverage of high-need populations should be explored as fully as
possible before feasibility is assessed. At that point, priorities will clearly need to be established.

Thelist below represents an attempt to enumerate groups that might require focused
monitoring regardless of the current availability or qudity of data It isimportant to keep in mind
that data can aways be collgpsed into larger categories but cannot be disaggregated without
adequate attention to detall in data collection. Thislist isnot meant to be exhaudtive nor the
categories mutualy exclusive, dassfications are not fixed and are not meant to imply any
system of ranking.

Defining Populations:

Gender (i.e, inclusive of males aswell asfemaes)

Age

Race and ethnicity

Socioeconomic satus and qudlity of life

Immigrant datus

Disability status and morbidity

Stigmatizing medicad and behaviord risks (e.g., AIDSHIV, sexudly transmitted

diseases, substance use disorders)

*  Sexud orientation

* Residence (rurd, urban, suburban)

* Inditutiondization Satus (eg., crimind judtice system, ingtitutions for physical or menta
disabilities, nursing or convaescent homes)

* Abuse
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* Womenin hiding (dueto, eg., immigration status, abuse, or substance abuse)

» Culturd and religious minorities

» Policy-sengtive conditions (e.g., women who become indigible for welfare due to time
limits or other new regulations)

Program digibility (eg., Indian Hedth Service, Title X)

Environmenta exposures (hazardous occupations or industries)

Ethics (participation in research related to reproductive health)

Genetics (concerns related to persons with genetic susceptibilities)

Other Considerations

Multiple Risks. Underserved individuds may have multiple characteristics that raise
concerns for reproductive hedlth. It may be useful to congtruct an index of need or to define a
congelation of risks that are likely to coincide. It should be possible to do this without
recreating the problems associated with the “high-risk” labd.

Group Members. High-need, underserved, and underrepresented groups are heterogenous,
and membership in such groups may be atrangtory condition for individuds. It should therefore
be determined what is the importance of individua-level data, incdluding longitudina linked data,
versus ecologica or aggregate populationtlevel data and cross-sectiona andyses. In addition, it
should be determined how we can dlow for fluidity in group membership and identity and what
we can learn from variation within subgroups.

L ocal Representation. An ongoing process will be essentid to obtain continuous input from
representatives of groups being monitored. As socia conditions, policies, and hedth care
deivery systems evolve and change, members of designated populations should play an
important role in developing data collection srategies.

CHAPTER 6: ETHICSAND SERVICE QUALITY

Ethicsisthe study of problems of right conduct in light of mora principles, in which the god
isto provide guidance on what to do and how to treat others. Sound ethical principles and
procedures are necessary conditions for research on human subjects.

Ethics and Research

A broad st of issues should caution us against underestimating the problems inherent in
addressing ethics and the development and implementation of reproductive hedlth indicators. A
firg concern is with language—terms and definitions—and how they fit within our historical
context. A second problem involves the sometimes uncomfortabl e fit between research and its
overdght vialRBs. Despite the broad definition of “research” used in statute, IRBs routingy
distinguish between various types of scientific endeavorsrelating to indicators. A third concern
involves tying this issue of ethics and research too closdy and smply to IRBs. Although IRBs
play a centra role in overseeing research or research-like activities, other governmenta agencies
and statutes dso have jurisdiction over such projects.
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Service Quality

Aswork continues on devising reproductive hedth indicators, two related quality issues
should be addressed. Thefirgt isrecognition of the various system components where quality can
be assessed. The second involves examining possible standards for selecting measures of quality.
For the former, evauation of quality can be based on Structure, process, or outcome. Examples
of dructurd dements are the background and training of staff, agency capacity, technology and
equipment, community service access, and even funding. The process component for
reproductive hedth quality is particularly critical and centers on encounters between personne
and patients. This encompasses the complexities of each individud’s views of the experience as
well as documentation of procedures and short-term outputs. Findly, outcome measurement
entallsidentifying and monitoring patients' subsequent reproductive hedth satus. In addition to
these chalenges, it is clear that structure, process, and outcome eva uation can be conceptudized
a theindividud or aggregate levels.

Recommendations
I ndicator System Development Process

» Provide adraft of the indicator project’s Request for Proposal (RFP) to representatives
from each workgroup. Feedback from this dissemination process should be part of OPA’s
development of the published RFP.

» Create an ad hoc committee to work with the contractor selected from the RFP process.

* Identify and recruit representatives from other government agencies, professional
associations, and stakeholder groups with expertise in examining ethical and qudity
Service issues to participate as committee members.

» Claify policies for relevant OPA-funded outcome projects concerning human subjects
review procedures. This may be particularly appropriate for demondtration programs that
include eva uation components rather than explicit “research” endeavors.

* Beginaprocess (smilar to NCQA's efforts) of determining the desirable attributes of
reproductive hedth indicators.

Indicator System | mplementation

» Ensure the development of a plan for addressing human subjects protection issuesin the
indicator system project. Incorporate relevant ements of thisplanin al technicd
documents and presentations concerning the implementation stage.

*  Oveseeidentification of the adminigtrative unit(S) reponsible for ensuring human
subjects protection in the project.

» Examine the possibility of incorporating data e ements from the indicator system as core
measures in other OPA-funded research and demonstration projects, such as Service
Ddivery Improvement (SDI) grants and specid initiatives such as mae involvement.
(Thefocus hereis not on the technica usefulness of this gpproach, but rather on
minimizing risks to and burdens on subjects concerning data collection.)
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» Devdop guiddinesfor the use and sharing of indicator system data. Plan for dtrategic
partnerships with other programs engaged in related hedth and human service indicator
sysems.

* Include project activities to evauate the impact of collecting reproductive hedth
indicator dataon key system dements, such as service qudity for patients, partners of
patients, service providers, and reproductive hedth service system change (e.g., policies,
service mix, and reimbursements).

CHAPTER 7: CONSIDERATIONSFOR TITLE X PROGRAMS

In 1970, the US Congress passed Title X of the Public Hedlth Service Act, creating a national

family planning program. This legidation established a federd funding base for public and
private nonprofit organizations to provide “educationa, comprehensive medical, and socid
services necessary to ad individuals to determine fregly the number and spacing of their
children.” Title X family planning sarvices are available to dl personsin the United States;
priority is given to low-income individuas. In addition to this vast network of clinica service
providers, the Title X Family Planning Program aso mandates and provides funding for public
information and education addressing family planning and population growth, training for
service providers, and research related to family planning and population issues.

The Office of Population affairs (OPA) should adopt a set of performance indicators for the
Title X Family Planning Program that address the multiple mandates of Title X legidation.
These indicators should provide abasis for broad public education about the importance of
family planning and the purpose of the nationd family planning program. Title X Program
indicators should relate both conceptually and pragmaticaly to the nationa indicators that are
selected as aresult of the Reproductive Hedlth Indicators Project.

Recommendations

* Deveop acommunications grategy for sharing the results of this phase and future
activities of the Reproductive Hedth Indicators Project with Title X service providers.
This strategy should provide for ongoing information sharing and feedback on the time
frame and process of sdecting Family Planning Program Indicators and their link to the
Reproductive Health Indicators Project. This strategy should include how to handle the
management of perceptions, facts, and misnformation that might result and interfere with
edtablishing commitment and ownership of the indicators project by the Title X provider
network.

* Building on the current Reproductive Hedlth Indicators vison statement, issue a specific
vison satement for the nationd Title X Family Planning Program. The vision should be
based on the concepts and issues addressed by the Title X Applicability workgroup.

» |If aRequest for Proposa isissued and a contractor selected to complete work on the

Reproductive Hedth Indicators Project, the workgroup strongly advises continued and
substantive representation in the planning and implementation process from the Title X
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service network, in addition to representation from other funding agencies, professond
organizations, insurers, and individuas with related expertise.

»  Continue work toward achieving consensus in defining comprehengve family planning
care, as proposed within the spectrum of life span reproductive hedth services. Thiswork
isessentid to the selection of program domains and specific indicators within those
domains. This effort is dso beneficid to defining the scope and quality of activities for
which Title X resources are to be used or leveraged in partnership with other federd,
date, or locad funding streams.

» Further explore the concept of core and expanded indicators, not only with respect to the
dinicd services component of the Title X Programs (as presented in this chapter), but
aso with respect to the community education, provider training, and research
components of the Title X legidation.

* Moveforward with substantive integration of FPAR and GPRA reporting requirements

and linkage of these with the Healthy People 2010 objectives so that these measures can
be included with the work on the National Reproductive Health Indicator Project.
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CHAPTER 1.

PURPOSE AND SCOPE OF A NATIONAL SET OF
REPRODUCTIVE HEALTH INDICATORS

Defining reproductive hedlth is a prerequisite for tackling the task of developing anationd
set of reproductive hedth indicators. The definition chasen will help to guide the selection of
indicators and may aso be used to influence priorities for reproductive hedlth policy and
services. Seeking consensus from other groups and agencies for adefinition of reproductive
hedlth is an essentid first step toward creating an integrated system of reproductive hedlth
servicesin the United States.

BACKGROUND

Accompanying the increased internationa focus on reproductive hedth isanew interest in
defining reproductive hedlth within a human rights framework.®* Thisinterest is reflected in
recent events such as the creation of a charter on sexua and reproductive rights by the
International Planned Parenthood Federation; the characterization of reproductive hedth as a
human right by Dr. Gro Harlem Brunditland, Director-Generd of the World Hedlth
Organization;® and South Africa sinclusion of sexua and reproductive hedlth rightsin the Bill of
Rights of its Constitution.” Although U.S. activists and advocates often focus on reproductive
rights, they have been less likely thus far to place such rights within a broader human rights
framework in the United States.

International and domestic interest in hedlth indicators has aso grown recently. Indicators
are seen as an essentid tool for improving the reproductive hedth of populations and for
ng the qudity of reproductive hedth services. The Office of Disease Prevention and
Health Promotion’s Heal thy People 2010, anationa hedlth promotion and disease prevention
initiative, includes alist of 10 leading hedlth indicators, one of which is responsble sexud
behavior. Five of the 28 Focus Areasidentified in Healthy People 2010 touch on various
components of reproductive hedlth.® Although Healthy People 2010 addresses reproductive
hedlth, the creation of a separate national set of reproductive health indicators would go far in
reducing the present fragmentation of programs and initiatives and would increase the
importance of reproductive hedth within the nationd hedlth agenda.

RECOMMENDED DEFINITION

At its 1994 mesting, the International Conference on Population and Development defined
reproductive health asfollows:
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Reproductive hedth is a sate of complete physica, mental, and socid well-being, not
merdly the absence of disease or infirmity, in al matters relating to the reproductive
system and to its functions and processes.

“Reproductive hedth” therefore implies that people are able to have a satisfying and safe sex
life and that they have the capability to reproduce and the freedom to decide whether, when, and
how often to do s0.°

Although any ddfinition of reproductive hedlth, no matter how broad or narrow, has
advantages and disadvantages, the advantages of adopting the ICPD definition just quoted are
compdling. The definition is positive, emphasizing hedth rather than disease. It is sufficiently
broad so as not to exclude specific services, concerns, or groups, and it could serveasa
conceptua framework that would support the development of integrated reproductive heglth
programs in the United States. It is recognized as valid and acceptable internationaly and would
bring the United States into conformity with the Cairo program of action. The definition might
adso serve as ardlying point to inspire change, create new codlitions and partnerships, attract
additiond financid and palitical support, and positively influence the current debate about
reproductive rights and freedoms in the United States. For dl of these reasons, this definition of
reproductive hedth has been adopted for the purposes of this document.

KEY CONCEPTSOF REPRODUCTIVE HEALTH

The following caveets should idedly be applied to al reproductive hedth servicesin the
United States:

* Reproductive hedth policies, programs, and services should be comprehensive,
voluntary, and noncoercive; confidentia and respectful of human rights, and age
appropriate, culturdly senstive, and appropriate for men as well as for women.

* Reproductive hedth programs and services should be ble to everyone without
regard to sexud orientation, gender, age, race or ethnicity, citizenship, geographic
location, primary language, education level, physicd or mentd disability, marita satus,
income, or insurance status. Reproductive hedth services are essentid for the entire
population, mae and femae, and not merdly for those who are childbearing or sexudly
active.

* Reproductive hedth care should include the provision of information and services that
address the changing concerns related to reproductive hedlth in youth, middle age,
menopause, and later life.

Reproductive heath services for any population should include (but not be limited to) the
fallowing:

* Men'sand women'’s health—The population should have access to the hedlth care,

screening, and preventive services necessary to ensure reproductive hedlth throughout the
lifecyde.
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Safe and healthy motherhood—The population should have access to gppropriate
hedlth care services that will enable women to have safe pregnancies and deliveries (if
desired) and to provide families with the best chance of having hedlthy infants°

Reproductive tract infections and reproductive system cancersand other diseases—

Reproductive hedth care should include prevention, screening, and trestment of
reproductive tract infections, including HIV/AIDS and other sexudly transmitted
diseases, and of cancers of the breast and reproductive system.

Fertility regulation—T he population should be informed about and have accessto their
choice of the full range of safe, effective, affordable, and acceptable methods of family
planning. Abortion, serilization, and basic infertility services are dso apart of fertility
regulation.*®

Education and counsdling—Reproductive hedth care should include the provision of
unbiased, accurate information and counseling on dl aspects of sexudity and
reproductive health. To ensure the reproductive hedlth of the population, such
information must be readily available and widdy disseminated.

Developing new technol ogies—Improving reproductive hedth entails encouraging the
development of reproductive technologies as well as promoting access to and ensuring
gppropriate use of such technologies. Safeguards that ensure rigorous eva uation and
approva, aswell asinformed consent, must be in place during al stages of the
development and use of such technologies.

The following conditions must dso be met in order to promote the reproductive hedth of the
population:

Freedom from violence—The population should be free from violence, coercion, abuse,
and other harmful practices related to sexudity and reproduction.**

Freedom from hazar ds—The population should be free from reproductive hedth
hazards, including environmentd toxins and workplace hazards.

Healthy sexuality and relationships—The population should experience hedthy sexud
development and maturation and have the capacity for equitable and responsible
relationships and sexua fulfillment, if desired, regardless of sexud orientation.*

Public per ception—Promoting reproductive hedth entalls postively influencing the
debate about reproductive hedlth issuesin the media, in the political arena, and among the
generd public in order to expand and improve access to reproductive health services.
Open, positive, and accurate discussons between family and community members must
be supported and encouraged in order to contribute to the reproductive health of the
population.

PURPOSE OF REPRODUCTIVE HEALTH INDICATORS

The purposes for which hedlth indicators are used generaly fdl into the following
categories?:

Describing the current and past hedlth status of a given population
Monitoring changes in hedlth status over time
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e Asdingin sting gods
* Holding agencies accountable for improving outcomes
» Providing evauation or quality improvement and determining program effectiveness

The indicators chosen should allow agencies and service providers to do the following:

1. Measure progress in achieving the outcomes described by the cavests, key concepts, and
definition of reproductive hedth

2. ldentify emerging reproductive health issues and needs

3. Respond quickly and effectively to reproductive hedth disparities among population
subgroups

4. Ensurethat the reproductive hedlth needs of the population are consistently met with
quality services

5. Fogter congstency in indicator definitions and deta collection

6. Assessthe effects of policy changes on reproductive hedth

To be useful, asat of indicators focused on reproductive hedth must give agencies and
sarvice providers the information they need to enhance the population’s reproductive hedth. The
indicators chosen should be regularly evauated for vaidity and relevance and should changein
response to the changing reproductive hedth needs of the population. Following isadiscusson
of the pogitive and negative implications of different aspects of each of the potentia purposes
just listed.

Measure Progressin Achieving Outcomes

A consensus must be reached on a definition of reproductive hedth, and this definition must
be used to guide the selection of indicators. The definition, with its cavests and key concepts,
providesingght into what should be measured.

A didtinct disadvantage of this approach is the difficulty inherent in achieving broad
consensus for any definition of reproductive hedth. Another isthe possibility that some palitical
decison-makers may not support U.S. participation in internationd initiatives, as aresult, this
approach could increase political vulnerability.

If indicators based on the key concepts, definition, and caveats are chosen, then the data
collected can be usad to help bring the United States into conformity with internationd initiatives
toward integrating reproductive hedth services. Advantages of this gpproach include the ability
to build on the strong conceptud framework provided by internationa work and to learn from
internationa experience. Thismay increase U.S. influence in the internationa redm. It may aso
motivate U.S. policy changes aimed at improving the outcomes that do not compare well with
those of other indudtridized nations. In thisway, measuring progress toward achieving desired
outcomes may help to increase politica support for domestic reproductive hedth initiatives.

| dentify Emerging Health | ssues and Needs
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Indicators that identify emerging health issues and needs should be nationd in scopein order
to alow comparison of different populations, to leverage materid and politica resources, and to
mesasure theimpact of mgor policy initiatives. From the data thus gathered, a basdine can be
established that can be used to set targets. Nationd data are key for this purpose but should not
be the only data used. Because local needs may be overlooked or lost in national results, loca
and/or program:-based indicators will be needed to fill this gap.

Respond to Health Disparities

The indicators sdlected should alow rapid identification of digparities. Such indicators would
give policy makers and providers important data to guide decisions about funding and service
dlocation.

Ensure Consistent Quality Services

Indicators that measure the quadity and effectiveness of services are a potentialy ussful
management tool. They alow performance evaluation, can be used to determine performance
gods or minimum standards, and enable the identification of best practices among various
programs. Such indicators can aso be used to substantiate the need for additiona resources, to
support or encourage joint public- and private-sector activities or dliances, and to foster
congstency in the delivery of reproductive hedth services.

The disadvantages of such indicators include concerns that programs operating in vastly
different contexts may be unfairly compared. Other disadvantages are the difficult
methodologica chdlengesinvolved in measuring the impact of specific programs. There may
aso be negative ramifications of program evauation, such as funding losses. Such assessment
may promote unhealthy competition between programs competing for scarce resources. The
choice of reproductive hedlth indicators will both drive and limit programs’ need for information.

Both providers and clients perspectives on the qudity of services should beincluded in
formulating indicators. Including indicators that measure both providers and clients
perspectives adds to the knowledge base, increases the sensitivity of data gathered, and may
improve respongveness to client concerns. Collecting information from both providers and
clientsmay assigt in identifying best practices. It dso capitaizes on providers: knowledge about
what worksin their setting with regard to the populations they serve.

The disadvantages of these indicators include the potentia for creating resentment among
different provider types. In addition, clients' or providers wants and needs may be different
from research, policy, or hedth priorities.

Foster Consistent Definitions and Data Collection
Ensuring consstency in indicator definitions should increase the accuracy and comparability
of data. Congstent data collection is a potentidly powerful tool for improving overal standards

of care. More accurate data alow for fine-tuning of interventions and better understanding of
current needs.
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The disadvantages of such indicators include the expense that results from changing
preexisting data collection systems. Other disadvantages have to do with implementation issues,
such as gaff resistance to change. Changesin data collection can aso complicate the comparison
of future and past dataiif different indicator definitions are used. Once these changes are
accomplished, however, comparability problemswill recede over time. In addition, different
segments of the population may have priorities that have resulted in unique definitions and data
collection methods, making it potentially difficult to achieve the buy-in necessary for
consgtency in indicator definitions and data collection.

Consgtency in indicator definitions and data collection aso fosters cohesiveness among the
different agencies and players addressing different pieces of the reproductive health whole.
Fostering cohesiveness has severa clear advantages. It saves money and transcends the tendency
of various reproductive hedth fieds (eg., family planning and sexudly transmitted disease
hedlth care providers) to gtrictly categorize their services by areaof focus and disease Sate. It
may aso support advocacy, promote collaboration, and focus attention on reproductive hedlth.
Cohesiveness may aso help to reduce frugtrations at the provider level and to streamline data
collection.

The disadvantages of consistency include concerns that cohesiveness might encourage stasis
because it is difficult for larger groups to be as responsive as groups with smdler areas of focus.
Other potentid disadvantages include the possibility of creating service gaps as smdler issues
are overlooked. In addition, building partnershipsis difficult and time consuming, and such
partnerships may not create the desired change.

Assess Effects of Policy Changes on Reproductive Health

Because legidative and political activity has an impact on reproductive heath, assessng the
effects of policy isan essentid eement of this project. Policy-based indicators provide data on
which policy refinements can be based, and they can support advocecy efforts. The
disadvantages of assessing the effects of policy are that it can further politicize the issue of
reproductive hedth and it poses difficult methodologica problems.

Examining the effects of policy on reproductive hedth may aso dlow guidance and tracking
of advocacy efforts and funding alocations. Doing so could enhance advocacy- planning efforts,
may attract funds for research, and could encourage respons veness to specific advocacy iSsues,
such as insurance coverage for contraceptives. Tracking advocacy efforts and reproductive hedth
funding aso helps hedth professonas to establish priorities, mobilize efforts, and recognize the
need for additiona broad-based support. Conversely, advocacy efforts have the potentid to bias
data collection, and indicator selection or research may be limited by current events or may be
restricted to those public hedlth issues that are most highly publicized, rather than those thet are
the mogt pressing.
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SCOPE OF THE INDICATOR SET

The scope of theindicator set should be focused on reproductive health status and outcome
measures, which should be positively defined whenever possible. At the sametime, itis
important to recognize the breadth of the many socid and other factors that have an impact on
reproductive hedth.

In defining the scope of the Reproductive Hedlth Indicators Project, the following questions
need to be answered:

What population will be targeted?

How will the information be collected?
Why isthisinformation being collected, and whét are its uses?

The last of these questions (i.e., the purpose of the indicators) is addressed in the earlier part
of this paper. The remaining areas are discussed in the following paragraphs.

Population and Scale
Age

The conventionaly used category of femae reproductive age (i.e., 1544 years) does not
take into consideration men’ s reproductive abilities, nor does it encompass early puberty or the
expangon of women'’s childbearing capacitiesinto later years. If reproductive hedlth is thought
of asincluding sexud hedlth, as stated previoudy, then reproductive hedth truly spansthe life
cycle. Predictors of reproductive hedth in later life include (in addition to education levelsin
genera) recelving education about reproductive and sexud hedth before puberty, aswdl as
physicd activity levels and diet during childhood. In light of these issues, the indicators should
be directed to people of dl ages and should provide different foci for different age sets.

Gender

Men must be included as equa partnersin reproductive hedth.® Fertility rates and other
measures of men’s reproductive hedlth have been neglected in the padt. It is therefore
recommended that the indicators focus on both women and men.

Racial and Ethnic Categories

Thetopic of indluding racid and ethnic categoriesin the indicator set is contentious and
complex. Neither race nor ethnicity aone can explain the hedth disparities experienced by non
whitesin the United States™* To help ameliorate these difficulties, it isimportant not to confuse
racid, ethnic, and geographic identities. Current racid and ethnic categories should be used to
permit comparison with earlier datawhile allowing those categories to be critiqued.*>°
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Socioeconomic Status

In addition to influencing hedlth status, socioeconomic status has implications for policy and
hedlth care ddlivery.}"® A complex interplay exists among socioecoromic status, race, and
hedlth.® Indicators should be thoughtfully selected so as to ensure comparability with earlier
data and should be sufficiently fine-tuned to yield additiond data of interest.

Local, Regional, and National Data Sets

Rdiable state- and county-based data are essentia for informing decisions a the state and
local levels and supporting advocacy efforts. In addition, consderation might be given to
additiona program-based categories, for example, populations served by the Indian Hedth
Service or by Title X programs. Summarized below are the key advantages and disadvantages of
developing both types of data sets.

National data sets. Nationd data sets provide anationa snapshot that is useful for policy
formulation and resource alocation. Nationd data sets also alow comparisons of international
data and comparisons between regiond or loca and nationd data. The disadvantages of nationd
data sets include the fact that national data are not dways useful in guiding local action In
addition, information about smal populations may be overlooked in a nationd data set, and the
potentiad exigts for conflict between locd and nationd priorities.

L ocal data sets. Loca data sets can be used to permit comparisons and state rankings, motivate
locdl efforts, garner local resources, improve loca responsiveness, and support advocecy e the
date level aswell aslocad decisonmaking and planning. Local data sets also alow monitoring

of outcomes influenced by local programs and might encourage ownership of loca problems.

High cogts and funding difficulties often restrict efforts to gather locd data. Given the many
different local contexts, it can be difficult to compare and generdize locd data sets, and sample
gzes are Sometimes too small to discern changes or establish associations.

I nfor mation Needs

The information needed for anationa indicator set includes data on new treatment
moddlities, drugs, technologies, and research efforts. Indicators for this category might include
the number of clinical trials underway to evaluate new contraceptive methodsin a given year, or
federal monies spent in agiven year on research for cervica cancer.

Information is also needed on reproductive health and well-being, disease states, and
functiondity. This category would be made up of hedlth status outcome measures, including
those that have been shown to support or predict reproductive health and well-bang.

A category on reproductive health services would encompass data about providers and

clients, service ddivery, and best practices. It would aso include information on access to
sarvices and the factors that affect access, including education, culture, primary language,

Chapter 1: Purpose and Scope Page 8



socioeconomic status, insurance, loca availability of services, legidative dimate, hospita
mergers, traning of dinicians, disgbility, and discrimination.

Social and Other Factors

One of the chalenges inherent in formulating a nationa indicator st is the need to
encompass, categorize, and quantify al of the myriad and diverse factors that affect reproductive
hedth. To that end, it is recommended that a workable and limited set of indicators be
developed, recognizing that awide variety of factors play arole in reproductive health. One way
to devel op such a set might be to focus on the measurable factors that are most amenable to
intervention. These factors can be roughly categorized as follows:

»  Specific needs for reproductive health services and/or protections, such asthose of the
gay, leshian, and transgender communities; persons with disabilities, HIV/AIDS,
substance use disorders, and/or mentd illness; adolescents; incarcerated populations,; and
immigrants

* Ethnic/racid digparities

» Patidpation in public life while bearing and raising children—occupationd hedlth
protections, child care, and parenta leave policies, aswell ag the reproductive hedlth
policy and legidative dimate

»  Environmenta factors (e.g., socioeconomic status, violence, nutrition, pollution)

Data Collection

The following recommendations related to the scope of data collection should be taken into
account during the process of indicator selection:

Coordinate locd, regiond, and nationa efforts.

Coordinate public- and private-sector efforts.

Havein place mechanisms for public- and private-sector cooperation.

Sdect datathat are being routindy collected at the locd, state, and nationd levels.
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CHAPTER 2
OVERALL DESIGN, STRUCTURE, AND FRAMEWORK

The development of a set of reproductive hedlth indicators requires an overal structure and
design that corresponds with the broad definition of reproductive hedlth and the purposes and
scope of the Reproductive Health Indicators Project as presented in Chapter 1. Carrying out this
charge requires development of the following:

* A conceptud framework or mode to guide the selection and andysis of reproductive
hedlth indicators

» A procedurd framework for using the conceptua modd and other resources to select
indicators

Background information about and recommendations for each of these products are reviewed
in this chapter.

BACKGROUND
Conceptual Framework

Within the context of the Reproductive Hedlth Indicators Project, a conceptua framework is
ablueprint that depicts the relationships among indicators. Conceptua frameworks, or models,
are commonly used in research for two reasons. 1) to describe known relationships among
variables and 2) to hypothesize relationships under investigation. Models constructed for
descriptive purposes are useful in the development of sets of related indicators that are cgpable of
“tdling a story” about reproductive hedth in a given populaion. A modd helps to guide the
sdection of indicatorsin away that minimizes the probability of omitting akey concept from the
indicator set while setting clear boundaries for the scope of the set. At the same time, a model
does not require the selection of any specific indicators or any predetermined number of
indicators, thus alowing the developers of the indicator set agreat ded of flexibility within the
framework.

Because there are many potentialy applicable conceptua frameworks from which to choose,
it is necessary to identify those quaities that are of magor importance for reproductive heglth
indicators. The following five qualities are considered optimd:

1. Relevanceto the purposes and scope of reproductive health indicator s—Five of the
Sx purposes stated in Chapter 1 (see “Purpose of Reproductive Hedlth Indicators,”
Chapter 1) offer guidance for developing the components of the conceptual mode. The
modd should support the development of indicators that will do the following:

* Mesasure progress in achieving outcomes described by the key concepts, cavests, and
definition of reproductive hedth

* |ldentify emerging reproductive hedlth issues and needs

* |dentify digparities among population subgroups
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» ldentify reproductive hedth needs of the population and the extent to which they are
met with quality services
» Assssstheeffects of policy changes on reproductive hedlth

The modd should aso conform to the proposed scope of the indicator set by
emphasizing measures of reproductive health status and outcomes while reflecting the
breadth of socid and other factors that have an impact on reproductive hedth.

2. Consistency with requirements of the Gover nment Perfor mance and Results Act—
The Government Performance and Results Act (GPRA)! emphasizes the use of indicators
for monitoring federaly funded programs by focusing on inputs, processes, and outputs.
The GPRA has a specid interest in measuring intervening outcomes—those changesin
individuas or systems that are expected to occur as aresult of organized interventions but
that take place before the ultimate outcome goals of the intervention can be measured
(Manning B, HHS Performance Plans, OPA Meeting Presentation, May 23, 2000).

3. Adaptability to reproductive health content or domains—The mode should be
compatible with existing reproductive hedth indicators, such as those specified in
Healthy People 2010 and other widely recognized indicator setsin the field. At the same
time, the modd should provide guidance for the development of indicators that are not
currently available or used.

4. Documentation in the literature of relationships depicted in the model—The model
should be derived from solid research that confirms, rather than hypothesizes,
rel ationships among domains and/or variables.

5. Intuitivelogic, smplicity, and under standability—Because reproductive health
indicators will be disseminated to people of many backgrounds, the modd on which they
are built should facilitate, not inhibit, their understanding and application.

In reviewing the qualities just described, it can be seen that dl of these requirements cannot
be satidfied to an equd extent. For example, items 1 and 2 suggest that many domains should be
included in the reproductive hedlth indicators modd. Given the number of possible reproductive
hedlth conditions of interest and the complex relationships among the factors that contribute to
them, the modd could be extremey complex. Yet item 5 specificdly calsfor smplicity and
offers acompelling rationae for doing so. In addition, item 4 requires documentation in the
literature of relaionshipsin the modd, yet many interventions that are in operation—some of
which should be monitored by reproductive hedth indicators—have not been systematicaly
evaluated and thus have not been published. These incons stencies present challenges to find
waly's to address each qudity while recognizing that most of them may not be fully satisfied.

Procedural Framework
In addition to a conceptud framework, developing an indicator set aso requires guidelines

that help those using the modd to systematicdly review options and to select or develop
indicators. The second task in developing a set of indicators is thus to construct a procedura
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framework. Asistrue of the conceptual modd, certain qualities are required of the procedural
framework:

»  Systematic sequencing of development phasesto dlow for adequate attention to each
type of indicator

» A primary focus on reproductive hedlth status, with linkage to other indicators

» Useof exiding indicators whenever possible

» Allowancefor acore st of indicators selected from the larger set

» Consstency with other federa government activities and requirements (e.g., GPRA,
Healthy People 2010, Maternd and Child Hedlth Bureau Performance Measures)

Environment Beliefs/Behaviors Reproductive Health Status

Demographics (D)

Social environment (SE)
Physical environment (
Political environment (PE)
Hedlth environment (HE)

Community norms, systems,

and structures (C)

PhE )

Health beliefs (HB)
_> Personal/couple behaviors (B)

Use of appropriate health technology (HT)

>

Hedlth and functioning
Disease

V

Health Systems

Organization (O)
Financing (F)
Policies (P)

™~

G

t

Interventions

Inputs (1)
Processes (P)
Outputs (O)

>

FIGURE 2-1. Proposed mode for selection of reproductive hedth indicators.

RECOMMENDATIONS

Proposed Conceptual M odel

Figure 2-1 shows the model that is proposed to guide the development of reproductive hedth

indicators. This modd is derived from well-established modes used in the fild of hedth

services™* and more recent work by expertsin reproductive health and maternal and child health?™
% (Middleburg M, Hogue C. Reference materials for reproductive health program management
course, 1999). The proposed mode has been designed to be consistent with the information needs
of GPRA? plans and reports (Manning, 2000), Healthy People 2010,? and the purpose and scope
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The mode includes 17 domains, which are organized under five headings that represent the
key aspects of reproductive hedth:

Reproductive Hedth Status
BdiefgBehaviors
Environment

Hedth Sysems
Interventions

agr®ODNE

The heading * Reproductive Health Status,” shown on the far right of Figure 2—1, represents
the focus of the conceptua framework. The other four groups contribute to this group of
domains. The domains included under the Environment and BeliefsBehaviors groups influence
the levels and qudity of reproductive hedth. Interventions are designed to modify some of the
factors in the Environment and Beliefs/Behaviors groups so that reproductive health improves.
Interventions that involve hedlth services (in contrast to other types of services) are highly
dependent on the hedlth systemsin which they must operate. At the same time, some domainsin
the Environment group affect the existence and characterigtics of those in the Hedlth Systems
and Interventions groups. In Figure 2—1, arrows provide agenera indication of how the groups
of domains contribute to one another.

The modd represented in Figure 2—1 is, in many ways, an oversamplified depiction of the
complex interactions among the factors that affect reproductive health. However, the mode
provides an essentia framework for selecting indicators from an extensive array of possibilities.
Consdering indicators across 17 domains ensures adequate breadth. Within each domain, many
optiona indicators must be carefully congdered. This deliberate process will promote the
development of a highly meaningful indicator set that should be adequate in both breadth and
depth. Each of the groups of domainsis described in more detail in the following paragraphs.

Reproductive Health Status

The Reproductive Hedth Status group (see Figure 2-1) is the mgjor focus of the modd.
Consstent with the broad definition of reproductive health presented in Chapter 1, this group
includes both pogtive and negetive perspectives within two domains—21) Reproductive Hedlth
and Functioning and 2) Reproductive Diseases. These domains encompass awide array of
indicators. For example, hedlth and functioning could include fertility, breest-feeding, and
domestic tranquility; examples of reproductive diseases are HIV and other sexudly transmitted
diseases, infertility, malnutrition, and cancers of the reproductive system.

Beliefs/Behaviors

Reproductive hedth is a function of many diverse domains. A set of domains that applies
primarily to individuas, couples, and familiesis grouped under the heading “ BeliefsBehaviors.”
These domainsinclude reproductive health knowledge, attitudes, and values (e.g., values about
family sze); persond and couple behaviors (e.g., adequate intake of folic acid before and during
pregnancy, multiple sex partners); and use of hedlth technology that has been demonstrated to
influence reproductive hedth status (e.g., effective contraceptive methods). The arrow between
this group and the Reproductive Hedth Status group indicates a close, often direct, association.
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Environment

The domainsin the Environment group can have a direct influence on reproductive hedth
(e.g., toxic exposures) or an indirect influence through beliefs and behaviors. These domains
represent conditions of communities or systems, rather than of individuas, couples, or families.
Each of these domainsis briefly described below:

» Demographics—Age, gender, racid and ethnic distribution

» Social environment—Economy and prosperity, family structure, socid class,
occupation, education

e Community norms, systems, and structur es—Rdigion, racism, socid service system,
educationa system, communication sysems

» Palitical environment—~Palicies, advocacy, politica climate

» Physcal environment—Housing, safety, toxic exposure

* Health environment—Biologica susceptibility, communicable disease leves, other
medica conditions

The domains in the Environment and Beliefs/Behaviors groups are sufficiently inclusve to
serve as a blueprint for developing indicators of the important factors that contribute to
reproductive hedth. However, these domains by themsalves do not account for two key aspects
that are of interest to the OPA and that are necessary to the development of indicators: 1) health
systems and 2) organized interventions. The domainsin these two groups often modify factorsin
the Environment and Beliefs/Behaviors groups, thus affecting reproductive outcomes. These two
additional domain groups are described below.

Health Systems
The domains under the Hedlth Systems group are asfollows:

»  Organization of the system (e.g., distribution of providers and facilities)

* Fnancing (eg., insurance coverage of services and populations)

» Hedth policies (e.g., legidation that is supportive of reproductive hedlth services for
young men)

These domains are often influenced by factors within the environment. Strong political
support of public infragtructures, for example, contributes to the existence of hedth sysemswith
the breadth to address a variety of community needs. In turn, the domainsin the Hedth Systems
group have mgor effects on interventions. Thus, the manner in which the heglth system finances
interventions can promote or inhibit the integration of services across genders and programmatic
categories.

| nterventions

Organized interventions include programs offered through Title X as wdll as those provided
by other government and non-government agencies. Intervention domains are the classic

Chapter 2: Design, Structure, and Framework Page 14



components of the general systems theory™® that iswidely used to describe health services” !t
(Manning, 2000): inputs, processes, and outputs.

Inputs. Inputs are the dements that must be available for an intervention to operate. Many
inputs are externd to interventions. For example, heath system capatilities, insurance coverage,
and community norms influence what types of interventions are offered, in what form, and to
whom. These externd inputs emanate from the domains in the Environment and Hedth Systems
groups and are acknowledged in the model by the arrows from these two groupsto the
Interventions group. Interventions dso have inputs that are interndl, or specific, to their efforts.
These would include financia resources and organizationa structure (e.g., infrastructure,
integration with other interventions and service structures, and partnerships).

Processes. Processes are activities undertaken by an intervention to reach its objectives,
such as ddivery of clinica services, preparation of educationd materias, and targeted
communication with legidators and the public.

Outputs. Inturn, processes produce outputs, or proximate effects. If an intervention’'s
process condsts of dlinica service ddivery, then outputs might include the numbers of clients
seen and the quaity of servicesreceived. If an intervention involves collaboration among loca
agenciesto offer integrated reproductive health services, the output may be opening an integrated
sarvice gte. If the processinvolves educeating the sate' s legidative community about the
reproductive health needs of a population group, outputs would include improved understanding
by the legidators.

In the model, arrows emanating from the Interventions group indicate intended effects on
factors within the Environment, Health Systems, and Beliefs/Behaviors groups. These effects are
the intermediate outcomes of the interventions. For the examples cited above, intermediate
outcomes would include the use of effective contraception (for aclinica service intervention),
increases in receipt of al types of screening tests by women and men (for an integrated services
intervention), and enactment of policies that ensure services to specific population groups (for an
intervention designed to educeate legidators). Measurement of intermediate outcomesis
becoming increasingly recognized as an important task (Manning, 2000), because changes occur
at thisleve before they can be measured at the leve of reproductive hedlth satus, the
improvement of which is the desired outcome of interventions.

Proposed Procedural Framework

The conceptud framework described above provides a basis on which to develop
reproductive hedlth indicators. The entire development process should involve three
interdependent but sequentid phases. Phase 1 is development of Reproductive Hedth Status
indicators. Since these are the most essentia indicators, they should be fully developed and
perhaps pilot tested before the second phase begins. Phase 2 involves development within the
Environment, Beliefs/Behaviors, Hedth Systems, and Interventions domains. Because dl of
these domains imply some type of action, they are henceforth called “ Reproductive Hedth
Action indicators’ in this document. When development of both reproductive hedth status and
action indicators is completed, a core set of indicators should be sdlected from the larger s&t. This
will condtitute Phase 3. Severd steps are required to complete each of these phases.
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Phase 1: Reproductive Health Status I ndicators
Development of reproductive hedth status indicators involves the following seven steps:

Operationdize the broad definition of reproductive hedth.

Reduce the number of concepts.

|dentify potentid indicators.

For each concept, compare the candidate indicators according to relevant criteria.
Sdect indicators that best meet the criteria

Consider new measures.

Complete the description of characteristics of the indicators.

NogahkowbdpE

Each of these stepsis discussed briefly below.

Operationalize the broad definition of reproductive health. Step 1 isaccomplished by
identifying the Reproductive Health Status concepts for which indicators are needed. To develop
precise indicators, the broad definition of reproductive health must be made more specific. For
example, the description given in Chapter 1, “a state of complete physica, mentd, and socid
wedl-being, not merely the absence of disease or infirmity, in dl matters relaing to the
reproductive system and to its functions and processes,” may be operationaized to include
concepts of hedth and functioning such as fertility, nutritiond status, health during pregnancy,

and pregnancy outcomes. Concepts of reproductive diseases might include infertility, sexualy
transmitted infections, genetic diseases, and other diseases of the reproductive organs (e.g.,
testicular cance).

Reduce the number of concepts. If the number of conceptsin each domain is thought to be too
large, it may be reduced to a managesable Sze by systematic dimination on the bass of specified
criteria These criteriamight include the condition’s importance (in general and within such key
congtituencies as specific age groups, genders, and focus populations), modifiability, and

political vulnerability.

| dentify potential indicators. For the remaining concepts, candidate indicators are identified
from exigting ligts, such as the summary that OPA has begun to formulate (OPA, Selected List of
Currently Identified Reproductive Health Indicators, 1999). For example, the concept “fertility”
could have severd candidate indicators, such as fertility rate, pregnancy rate, induced abortion

rate, and fetal death rate, and there could be more than one way to measure each of these
indicators. The list of candidates could be further expanded if qudifiers, such as whether a
pregnancy was intended, are incorporated into the indicators.

Compar e candidate indicators. For each concept, the candidate indicators are compared
according to criteria such as the following, which have been adapted from the World Hedth
Organization’swork on sdlecting nationa and global indicators™>3;

. Scientific robustness—Validity, spedificity, sensitivity, relighility

» Usefulness—Ability to act asa“marker of progress’ toward improved reproductive
hedth
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* Ability to be under stood—Ease of definition, description, and interpretability in terms
of reproductive hedth status

» Accessibility—Readily avalable in a usegble format at appropriate time intervals and at
reasonable costs

* Representativeness—Adequatdly encompassang dl issues or population groups

* Cultural competence—Reflecting conditions of sdience to one or more focus
populations for which reproductive hedth indicators are being developed

» Consistency—Potentid for program and interagency condgstency in construction of
indicators

» Ethics—Ethicd gathering, processing, and presentation of data

These criteriaare discussed in greater detall in subsequent chapters and in Annex 3 of the
World Hedlth Organization's Monitoring Reproductive Health: Selecting a Short List of National
and Global Indicators.*®

Select indicatorsthat best meet the criteria. Usng a sysematic process for weighting and
ranking aternaives, sdect the indicators that most closdy match the criteria

Consider new measur es. In cases in which no indicator is available for a critical concept,
propose recommendations for the compaosition, collection, and reporting of a new measure.

Complete the description. For each indicator selected, provide the following informetion:
formula, stratification factors (gender, age, focus population), recommended data source(s), and
geographic leve of gpplication (nationd, Sate, ec.).

Phase 2: Reproductive Health Action Indicators

The development of Reproductive Hedth Action indicators involves afew more steps than
the process just described, because the concepts underlying these indicators must be linked to the
Reproductive Hedlth Status indicators. Each step islisted below and isfollowed by a brief
description.

1. For each reproductive health status indicator, identify contributing factors from current,
scientifically sound research. In many cases, diagrams of causd relationships among
variables, conggtent with the Environment, Hedth Systems, and Bdliefs/Behaviors
domains, are available in the literature. Expertsin each area of reproductive hedth status
should be involved in this sep.

2. For each reproductive health status indicator, identify interventions used to modify the
contributing factors in the Environment, Hedth Systems, and BdliefsBehaviors domains.
For each intervention, identify key inputs, processes, and outputs. Interventions should
include Title X programs as well as other programs and interventions that have been
designed to address each reproductive hedlth status condition for which an indicator has
been sdlected. The information required is available from the interventions, usualy
embedded in their stated objectives. If evaduations of interventions have been conducted
and published, key information is available in the literature,
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3. Develop a concept map for each reproductive health status indicator. Concept maps, like
those shown in Figures 2—2 and 2-3, place the concepts and relationships discovered
through research within the smpler framework of Figure 2-1.

Environment/Context

Race/ethnicity distribution (D)
Age distribution (D)

Poverty (SE)

Policies re: needle exchange (PE)

HIV/STD prevalence in larger community by

gender, age and race/ethnicity (HE)

Recognition of HIV as a community
health problem (C)

HIV/STD education in schools (C)

Health Systems
Public - private partnerships
for community education (O)
Availability of/ accessto prenatal care,
primary care and STD services (O)
Availability of effective HIV therapy (P)
Policies re: confidentiality of HIV test
results (P)
Third party coverage for HIV

screening and treatment (F)

Beliefs/Behaviors Reproductive Health Status

Knowledge about HIV serostatus  and methods of HIV prevalencerate
transmission (HB)

Condom use (B)

Sexual practices (B)

1V Drug use (B)

Age at first intercourse (B)

New diagnoses made (HT)

New treatments started (HT)

Interventions

Organizational units devoted to
HIV treatment and policy (1)
Consistency of types of interventions
offered with social and economic
characteristics of populations at risk (1)
Collaborative arrangements with other
services (e.g., family planning) (1)
Preparation of | -E-C materials (P)
Delivery of I -E -C materials (P)
Recruitment of counselors (P)
Training of counselors (P)
Delivery of clinical services (P)
Privacy/confidentiality of care (P)
HIV testing in related service settings (P)
Legislators contacted (O)
Bills drafted (O)
Individuals at risk counseled (O)
HIV+ individuals counseled (O)
Client satisfaction with care (O)

FIGURE 2-2. Illugrative concepts for indicators of HIV prevaence. Lettersin parentheses
refer to domains in Figure 2—1. Concepts derived from Healthy People 2010 Focus Area 13.2
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Environment/Context

Age distribution (D)

Race/ethnicity (D)

Poverty (SE)

Marital/partnering status (SE)

Restrictions on advertising for fertility control* (PE)
Direction of trends in fertility rates by age group (HE)
Religious restrictions on fertility control practices (C)

Harassment of fertility control facilities (C)

Health Systems

Resources devoted to fertility control services (P)
Geographic distribution of fertility control services (O)
Insurance coverage for fertility control (F)

Public

community education (O)

- private partnerships for service delivery and

Beliefs/Behaviors Reproductive Health Status

Desired family size (HB) Fertility rate

Knowledge about contraceptive options (HB) Unintended fertility rate
Partner support/involvement in family decisions (B)

Age at first intercourse (B)

Contraceptive prevalence by type of method (HT)

Contraceptive continuation by type of method (HT)

Interventions

Integration of fertility control
with other services (1)

Staffing levels by type (1)

In- service training programs (1)

-E-C materials (P)
-E-C materials (P)
Outreach encounters (P)

Clinic sessions/week (P)
Variety of methods offered (P)
Hours of operation (P)

Preparation of |
Delivery of |

Referrals to/from other

services (e.g., primary care) (P)
Counseling encounters (O)
Frequency of visitslyear (O)
Telephone consultations (O)
Client satisfaction (O)
Quality of care (O)

FIGURE 2-3. lllugrative concepts for indicators of fertility. Fertility control incdludes
contraception, abortion, and abstinence. Letters in parentheses refer to domains in Figure 2—1.
Concepts derived from Healthy People 2010 Focus Area 9.2

4. Reduce the number of concepts to a manageable set, kegping in mind that the
reproductive hedlth indicators are intended to be used to monitor key events and

conditions. Oneindicator in each

relevant domain for each concept map will be sufficient

in many cases. These may be selected from alarger pool by applying criteria such as
drength of association with the reproductive hedth measure, modifiability, ussfulnessin
more than one concept map, and political vulnerability.

|dentify candidate indicators for each concept. For each concept in the reduced s,

identify candidate indicators from exigting lists, such as the summary that OPA has begun
(OPA, Selected List of Currently Identified Reproductive Health Indicators, 1999).

5.
6.

those adapted from the World Hedlth Organization, **
7.

Compare the candidate indicators for each conceg)t according to specific criteria, such as

13 as described above.

Sect indicators that best meet the criteria. Sdect indicators that most closely meet the

criteria, usng a systematic process for weighting and ranking aternatives.
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8. Consider new measures. In casesin which no indicator is available for acritical concept,
propose recommendations for the composition, collection, and reporting of new
MeasuUres.

9. Complete the description of characteristics of each indicator. For each indicator selected,
provide information on formula, Stretification (gender, age, and focus population),
recommended data source(s), relationship (with documentation, as appropriate) to
reproductive hedlth status indicator(s), and geographic level of gpplication.

Phase 3: Core Set of | ndicators

The core st of indicators should be sdected from both Reproductive Health Status and
Reproductive Hedlth Action indicators. Core indicators should be of great importance to
reproductive heath. They should represent key concepts in the definition from the 1994
Internationa Conference on Population and Development in Cairo (e.g., mae representation,
specific types of hedth care, accessto the full range of care components), as described in
Chapter 1, and should include dl critical domainsin the modd. Although a specific number of
coreindicatorsis not recommended, the number should be relaively small to encourage their
widespread utilization.

Related | ssues

A few other procedura issues are important to consider. First, developing the set of
reproductive headlth indicators is a very complicated task. It should be undertaken within a
redigtic time frame by teams of individuas with specific expertise. The three-phase procedure
described above is intended to promote logica sequencing while encouraging reasonable time
frames. In light of the differing complexity of each phase, Phases 1 and 3 might be assigned 1
year for completion, whereas Phase 2 could be a multiyear project. Alternatively, the phases
could aso be accomplished through separate contracts, in which case Phase 2 could be
completed in a shorter period by severd teams working concurrently.

Second, dthough adequate time should be dlocated for the development of the indicators,
efficiency should aso be a high priority. The development teams should rely heavily on the
excellent work that has aready been done for Healthy People 2010,? the EVALUATION
Project,”~’ and other rlated efforts. By building on these products, the fina set of reproductive
hedth indicators will not only be developed in ardatively shorter time but will also be as
consgtent asis reasonably possible with these other important works.

A third related issue is the composition of the teams of indicator developers. The
devel opment process requires awide range of expertise and representation. The teams that
develop each concept map should differ, each one including individuas who are actively
engaged in research on the reproductive hedth status indicator of interest and on interventions
designed to address the condition. These teams should aso include people who have designed
and executed the interventions. Once the concepts are sdected, team composition may shift to be
more representative of individuas who have expertise in the technicad and practicd measurement
issues related to the concepts. Throughout the process, representatives of user groups of al types,
such as state and locdl hedlth units, federal agencies, hedth planning organizations, and managed
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care organizations, should be involved. These participants will play keysrolesin focusing on
those measures that are of greatest value to their respective fidds.

Fndly, the process for sdecting and developing a set of reproductive hedlth indicators will
involve areview of many indicators that will not be part of the final set. Some of these indicators
have limited utility and should be phased out. As aresult, aparald process for assessng these
indicators, with the intention of eiminating ones that have become unnecessary, is
recommended.
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CONCLUSION

Applying the conceptual mode and procedura framework proposed here will lead to the
development of arange of indicators that reflect reproductive hedth status and the key factors
that contribute to it. Several examples of the uses of potentia indicators are described in Table
2-1. Asthe table suggests, once fully developed and operationd across geographic areas and
population groups within the United States, the indicator set can be used to track progressin
reproductive health and to encourage a broader understanding of its context and the waysin
which specific issues and problems are addressed, thus fulfilling the purposes proposed in
Chapter 1.

TABLE 2-1. Examples of Uses of Reproductive Health Indicators Derived from the
Proposed Conceptual Modd and Procedural Framework

Indicator Use Example
Indicators of reproductive hedth status can be Compare trends in the prevaence of HIV
tracked over time, across areas, and among infections among females 13-24 years of age,
populations. Disparities will be clearly 20002010, by selected populations.
apparent and progress toward 2010 objectives
can be noted.
Reproductive hedth status indicators can be Compare rates of unintended pregnancy, HIV
submitted to aweighting and ranking process infection, reproductive cancers, and infertility
such asthat described by McGinn, et d..° to within ajurisdiction according to severity,
determine which are most gppropriate for a magnitude, and socid/human rights effectsin
community or state to address. order to establish levd of priority.
Important factors that contribute to Monitoring culturd factors that contribute to
reproductive hedth status can be monitored, early adolescent pregnancy, such as
accounted for in intervention design, and used expectations for adolescent marriage, can help
to defend requests for financia support. judtify funding requests for different types of

interventions in different locations

Indicators of Environment, BdiefsBehaviors, 1. Track trends among women in need of
and Hedlth Systems domains can be family planning services by year and
compared across time, population groups, and location.
areasto identify populations at increased or 2. Compare rates of insurance coverage for
decreased risk of reproductive health fertility control services across states and
problems. cities.
I nterventions to address specific reproductive Compare existence of programs that screen
health conditions can be compared across for prostate cancer and number of screenings
areas and populaionsto identify disparitiesin donein each across communitiesin a date.
sarvice avalability and use.
Key inputs, processes, and outputs of an 1. Compare Title X programs for evidence of
intervention can be compared with stated delivery of integrated services (eg.,
objectives or with the same indicators from memoranda of understanding, combined
other interventions of the sametype. This clinics) across cities with smilar
information can be used in GPRA plansand characteristics.
reports.
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2. Track the percentage of people served by
Title X acrossjurisdictions and time and
compare these with program objectives.

3. Compare the percentage of women age 18
and older who have received a Pap test in
the past 3 years across income and
education groups.

Codts associated with interventions can be
compared in various ways to demondirate
how funds are used.

Compare cost/test for each cancer screening
program (e.g., breast, cervical, testicular,
progtate) across regions of the country.

Intervening outcomes of interventions can be
monitored on aregular basis and used to
judtify interventions before evidence of

effects on reproductive health outcomes can
be generated. GPRA isdso very interested in
thisleve of information.

With HIV asthe reproductive hedth status
indicator of interest, track the percentage of
unmarried, sexudly active males who use
condoms.

The effects of policy changes on indicatorsin
al domains can be tracked by monitoring
selected indicators over time.

Compare the prevalence of neurd tube
defects before and after widespread
implementation of folic acid supplementsin
common foods.

Monitoring indicators will suggest specific
hypotheses that should be tested with rigorous
research methods to vadidate or refute existing
practices.

Comparing service characteristics (eg.,
availability of free Pap tests) and outcomes
(e.g., Pap tests done, positive test results,
positive findings with follow-up care) across
population groups may point to disparities
that should be investigated with more
powerful research methods.
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CHAPTER 3:

SCIENTIFIC, TECHNICAL, AND IMPLEMENTATION ISSUES

The task of agreeing on adefinition of reproductive hedth, though chalenging and
important, isonly the very first step in developing a set of indicators for reproductive hedlth.
Once a definition has been established, there remains much work to be done to make the
definition operationd by developing indicators that reflect the components of reproductive
hedth. Thistask leadsto gtill another stlep—ensuring that the indicators are measured and used
appropriately. These latter two steps are considered in this chapter, in whichis discussed the
scientific and technica factors that must be addressed in selecting, defining, and using the
indicators and the details of implementing the indicators program.

Many of the scientific and technical issuesthat arise in this task are common to other types of
measurement and data gethering. Such key issues are reviewed herefirgt, and areas of specid
relevance to this undertaking are noted. However, the information in this chapter is no subgtitute
for the scientific expertise that will be needed when indicators are findly defined and measured.

Other issues are specific to which indicators will be sdlected and how the project will be
implemented. There are many existing sources of data covering thistopic, aswell as
experienced experts who know the strengths and limitations of these data, within the field of
reproductive hedth. All such data sources have not been reviewed in the development of this
chapter, and such experts will be an important resource for indicator development once potential
indicators have been identified. Projectsto saect, produce, and use indicatorsin other areas
have demondirated the importance of early and ongoing attention to communication and
coordination throughout the implementation process. From these experiences, some important
issues can be identified for integration into the reproductive hedth indicator project. These
issues are reviewed in the second part of this chapter.

SCIENTIFIC AND TECHNICAL ISSUES

Thefirg gep in defining indicators is to decide which indicators are needed and for what
purpose. Only after these decisions have been made can it be determined which dataitems are
needed to produce the indicators. Hedlth status, or outcome, indicators (see Glossary) can be
useful for focusing public and programmatic attention on high-priority arees, identifying gaps
between current satus and goals, and monitoring various aspects of reproductive hedlth across
the nation or in a particular population subgroup.

The basic conceptua and scientific criteriafor hedth status indicators include the vaidity,
reliability, and availability of data; the timeliness of data collection, and the production and/or
avallability of indicators. Process indicators (see Glossary), which measure inputs or activities
that will improve reproductive hedth status, must meet these criteriaasindicators. In addition,
there dso must be evidence about how the specific inputs will affect the rlevant outcome
indicator.
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Validity

In formulating the reproductive hedth indicators, discussion with various stakeholders and
experts will be needed to ensure that the proposed indicators are vaid, that is, that they
accurately capture the components of reproductive hedth. 1n some cases, it may not be feasble
to use aparticular, “ided” indicator, owing to measurement congtraints or insufficient data. For
example, it may be necessary to use asmal number of sexudly tranamitted diseases (STDs) for
which data are available and relidble as a proxy for surveillance of dl STDs known to occur in a
population.

If there is a close association between program inputs and outcomes, process indicators might
be appropriately used as proxies for or complements to statusindicators. Because they are often
more directly related to program actions than are outcomes, process indicators can aso be useful
for monitoring and directing service delivery and other interventions. For example, because
many women and men may unknowingly have an STD, the proportion of a program’s sexudly
active clients who are screened (and treated, if pogitive) for STDsis a processindicator that has
been shown to be effective in lowering the incidence of STDs.

However, other factors that may be more or less within a program'’ s influence (such as
condom use or number of sexua partners) also affect hedth status. Process indicators must be
selected with great care and must be based on evidence of their independent impact on health
outcomes. Attention must also be given to dternative influences and variationsin impactsin
different contexts. The multiplicity and complexity of persond, socia, economic, and
programmetic factors that affect reproductive hedth status suggest that careful consideration
must be given to the selection of process indicators.

Reliability

The measurement or caculation of an indicator must be consstent across groups, such as
date, population, or program, aswell as over time. This badic criterion has very high priority
precisaly because the value of reproductive hedth indicators liesin the ability to meke
comparisons across groups and over time. If measurement of indicatorsis not reliable, it will be
difficult to determine whether reproductive health status has improved and whether certain
geographic areas or subgroups need more or less assistance in meeting gods.

The accurate and cond stent measurement of indicators presents great chalenges, especidly
when data are collected and tabulated by a variety of entities. There are likdly to be differences
in how definitions are interpreted and data are gathered, as well as in computationa approaches.
These differences can result in inconsstency in seemingly identical indicator scores, which will
not be obvious from the indicator vaue done. Careful attention must therefore be given to the
technical details and potentia problems inherent in the use of each indicator. Such efforts are
most likely to be productive when they include the active consultation and involvement of the
people who are responsible for gathering and processing the data that form the indicator score.

To achieve consstency in indicator measurements, the indicator must be clearly defined.
Potentid ambiguitiesin the definition and its measurement need to be identified and resolved,
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and clear directions are needed as to how to compute the indicator score. These directions
should include issues such as how to handle missing data and definition of invaid fidds. In

some cases, the data source must be stipulated, because reporting from different sources may
differ. For example, information on racid and ethnic status may be obtained from persond
reports or provider observation, and information on gestation may be derived from the mother or
from physicians records. When different areas or groups obtain data from different sources,
comparisons of their indicators may be mideading because they are not measured consistently.

Data Consider ations

I ssues surrounding data are necessaxily intertwined with those concerning specification of
indicators, because the ways in which indicators are defined and selected depend in large part on
the availability of and capability to collect data. Limitations or gaps in the available data may
make it impossible to measure adesired indicator or to do so in avaid and reigble manner.
Moreover, because data for different indicators are likely to be obtained from different sources,
issues such as stakeholder involvement, planning, and provider training should be considered
both for each indicator and in generd.

For these reasons, athough they are described here in separate sections, specification of
indicators and planning for data collection and indicator calculation are not successive steps but
rather concomitant processes that must be coordinated. For each indicator, a number of
questions about the “what, where, and how” of identifying data sources should be asked and
adequately answered. These questions are posed in the following paragraphs.

Types of Data

What types of data are needed to measure each indicator? For example, is a complete count
necessary, or can the information be obtained by using data that are based on a sample of the
popul&tion or the universe of interest? Can the indicator be measured using only one source of
data, or are multiple sources necessary (such as the need for census data, vita Satistics data, and
even survey data to creste a composite measure of the pregnancy rate)?

Availability of Data

Are the data dready available? If not, what must be done to collect or obtain them?
Answering this question may entail consdering the cost implications of gathering data and
identifying who is responsible for bearing those codts. It may dso involve setting up
relationships between organizations to obtain access to and permission for the use of data that
have aready been collected. In addition, if some data are being used for multiple purposes by
multiple organizations, it may be necessary to set up safeguards to ensure the confidentiaity of
those who originaly provided data for only one purpose. In order to accurately measure the
desired indicator, it may be necessary to make changes in ongoing data collection systems; to
develop data gathering, processing, and use cgpacity on nationd, state, and locd levels, and to
increase the staff needed to direct and support the implementation of reproductive hedlth
indicators. These changes may have implications for using indicators to monitor time trends that
must o be considered if, for example, different items are collected in different ways at
different times.
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Sources of Data

What are the advantages and disadvantages of using different sources of datafor each
indicator being measured? For example, if datafrom aloca area are used, an obvious advantage
isthe ability to present information for loca subpopulations. If the dataare not consistently
collected across dl areas, however, then aggregate or national measures may be difficult to
obtain. In other instances, client records may be a useful source of data because thisinformation
isaready being collected. These data, however, goply only to individuals who have sought
sarvices and do not include the characteristics or experiences of those who have not done so. As
another example, nationa sample surveys and census popul ation data are important sources of
rich data but are not available on an annud basis. Indeed, intercensal estimates can be
mideading for populations and areas that are changing at arapid pace. It istherefore important
to assess how frequently specific types of datawill be needed. In addition, the sample sizesand
sampling methods used for national sample survey data often do not alow the datato be
tabulated according to more locdized areas (e.g., Sates). Datamay aso be available from other
organizations that use them for smilar (though not identical) purposes, such as Hedth Plan
Employer Data and Information Set (HEDIS) measures. Use of such data, however, may present
difficulties in adapting those measures to the specific purposes of the indicator desired for other
purposes.

Examples of the strengths and limitations of avariety of data sources are shown in Table 3-1
and illuminate some of the issues that must be considered in congtructing an indicator set.
Although an assessment of any data item’ s usefulness depends on how it might be used in an
indicator, it is possible to identify some of the advantages and disadvantages of some specific
data sets that are commonly used in the field of reproductive hedth. Although the following
examples are illudrative rather than find evauations, it can be useful to identify some of the
issues and problems that will need to be considered in moving from the concept to measurement
of reproductive hedth indicators.

TABLE 3-1. Strengthsand Limitations of Potential Data Sour ces for Reproductive
Health Indicators

Strengths | Limitations
Vital Statistics Natality Data
* Qudity isexcdlent for many * Quality iswesk or poorly evauated for
components. some components.
» Cogt-€ffective; margind cogt of * Not flexible; difficult to add or change
tabulation is very low, and data are items.
publicly available. * Narrow definitions of subgroups; no
o Daaaeavalablefor (some) smdl economic status measure.
groups. * Racid and ethnic classfications are
» Daaare produced annualy. questionable and vary by source of
» Conggent definitions and methods over information
time dlow comparisons and merging of » Personsare not linked to program use.
years for more stable estimates. * Decentralized (state) data collection
» Rdidbleat levels of saesand large requires much discussion, review, and
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countries.

| cooperation from independent bodies.

Family Planning Annual Report: Title X family planning program data

» Ongoing data collection system.

» Daaare produced annualy.

* Potentid for periodic review and change.

» Grantee based, but aso tabulated by
state.

* Units collecting and reporting data have a
potentid (funding/financid) stake in the
results.

» Describes service users, i.e, linked to

program input.

» Cross-tabulations, not raw data, preclude
cross-tabulation in different ways.

* Providersreporting data have competing
priorities, such as service provison and
other reporting requirements from other
funders.

» Changesin items require changesin
multiple provider record and data
systems.

* Incongstency in collection of data;
definitions are inconsigently
interpreted.

» Grantee based.

» Decentradized data collection requires
working changes through many layersto
implementation and training and offers
opportunity for differencesin
interpretation and data gathering.

* Units collecting and reporting data have a
potentid (funding/financid) stake in the
results.

» Describes service users, not the genera
population and not nonusers.

» Capturesinformation only about service
use no information on
behavior/outcomes after received
sarvice.

National Survey of Family Growth

» Exiding survey.

» Collectsindividud-leve data, which can
be tabulated in different ways.

* Population based; representative of
civilian noninditutional population.

» Sdf-reported; items cannot be verified.

* High qudity; persond interviews
collected in standardized ways by
trained interviewers.

* One organization directscontrols.

» Feded a irregular, multiyear intervas,
not annudly.

* Codly.

 Obtaining adequate numbersfor small
subgroups requires more funding than
has been available.

» Does not include some specid
populaions, such as military,
incarcerated, or homeless, but could be
expanded to include them with added
resources.

e Does not identify respondents by risk
dtatus, such as drug users.

» Some sampled individuds will not
participate in the survey or respond to
specific questions.

* Requires parenta consent for minors.
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* Nolocd or sate data.
» One organization directscontrols.

Pregnancy Risk Assessment and M onitoring System

» Exiding survey. * Not dl states participate.

» Content isrelativey flexible. » Accessto dataislimited.

o State-based data.  Obtaining adequate numbersfor small

* Individud-led data. subgroups requires more funding than

 Population based/representative. has been available.

« All births. o Daaare sdf-reported.

o Sdf reported, with follow-up. »  Some sampled individuds will not

» Can compare some itemswith birth participate in the survey or respond to
certificate information. specific questions.

* Includes behaviord data. Surveys only women who have had live

births.

Consdered here are four types of existing data sources:.

1. Natdity Data, collected and compiled by sate and federd Vitd Statistics agencies

2. The Family Planning Annua Report, compiled from grantees thet receive family
planning grants from the Title X program

3. TheNationd Survey of Family Growth, a persond interview survey carried out under the
aegis of the Nationa Center for Hedth Statistics

4. The Pregnancy Risk Assessment and Monitoring System survey, a project of the Centers
for Disease Control and Prevention and some state health departments in which women
who recently gave birth are surveyed by mail

Some of the characteridtics of direct rdevance to indicator measurement arise from an
examination of these data sources. These characterigtics include the following:

Data quality, or accuracy

Cost of obtaining and processing the data

Frequency with which data are available

Inclusion of specid populations

* Ability to obtain rdiable data for sub-nationa areas and smdl population groups

» Feadhility of adding or changing data items

*  Whether data are collected and made available in ways that alow recombining or
tabulaing the information in new ways

» Linkages or regtrictions of the data to clients of service programs

» Traning and supervison of individuds collecting the deta, and whether these individuds
have agtake in the information yielded by the data

» Vdue of sdf-report approaches for diciting attitudes and behaviors and concerns about

the accuracy of such data

Thislig, though long, is not exhaudtive. It is essentid, however, to take into account
characteristics such as these when indicators are being considered for use.
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Quality of Data

What isthe quality of the different data sources being used or considered for each indicator?
In addition to the measurement issues of data quality, such as vaidity and reliability, what
quaity issues are raised by the leve of coverage or reporting for different data sources? Is
coverage complete, or are only selected populations included? What is the level of nonresponse
for different dataitems, and do those levelsindicate that biases may be present in the data?

Relevancy of Data

How relevant are the data for smdl areas or subpopulations of interest? Sometimes trade- offs
must be made between data collected nationdly from a single source—and therefore collected
consistently across areas—and data that can be used to measure indicators at alocd level.

Congructing indicators for small areas or populations raises two potentid problems. The
firgt isthe problem of obtaining numbers of respondents that are large enough to make religble
edimates. Approaches to doing so include oversampling small groups and merging data from
multiple yearsin order to obtain stable measures. 1n some cases, groups receiving specid focus
may be too small to measure reliably in standard ways, and more targeted approaches may be
needed. Consideration of gpproaches for meeting such challenges should be part of the plans of
the Reproductive Hedlth Indicators project.

The second problem with congtructing indicators for many focused populations concerns the
need to identify and obtain the participation of a representative sample of the members of that
population. For example, a population may be so widdly dispersed that it is very costly to find
them. In other cases, the focus may be placed on a group that may be reluctant to self-identify to
researchers. For example, many women responding to surveys, especiadly in face-to-face
interviews, conced the fact that they have had induced abortions. Other characteristics that
appear to be sengtive include number of sexud partners, history of STDs, and sexud orientation.
As aresult, measures for these characterigtics, even when available, may be biased because they
indude only those individuads who are willing to report them. Similarly, “convenience samples’
(see Glossary), such as survelllance gatigtics of STD rates among commercia sex workers, may
not be good proxies for ratesin the genera population.

Technological innovations can help to improve the accuracy of reporting for sendtive topics.
Oneinnovation is confidential audio computer-assisted salf-interviewing, in which respondents
listen to taped questions or read them on a computer screen and enter their answers directly into
the computer. Case payments to respondentsin the 1995 Nationa Survey of Family Growth
improved the response rates for black, Hispanic, and low-income women above those in prior
surveys in which such incentives were not used.

IMPLEMENTATION ISSUES
Specifying, measuring, and using reproductive hedlth indicators requires the cooperation of
many different individuas, programs, and leves of government. Careful implementation,

consultation, and openness in the process will be crucid to the success of this project. In some
cases, the data for an indicator must be obtained from service providers, many of whom are
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dready overburdened by the data collection requirements of different funders and interested
organizations. Coordination between funders and oversight organizations can decrease
duplication of data and indicators, making data collection and indicator use more efficient and
increasing communication and cooperation across organizetions.

Theway in which indicators will be used is directly relevant to the qudity of datathat are
gathered by stakeholders, such as service providers. These individuas are likely to be more
motivated to collect full and high-qudity informetion if they see that the resulting indicator will
provide them with useful feedback and direction in achieving their program goals. However, if
indicators become directly linked to program funding levels, there may be incentives to pay less
atention to collecting information that may be detrimenta to the program. Thus, theway in
which indicators will be used must be clarified in the early stages, and stakeholders should be
involved in these decisons.

Information gathering and access is often decentralized, and individuas must be
appropriately protected when their personal dataare used. For these reasons, a number of
practica steps are necessary to ensure that data are collected and available for indicator
measurement. To be successful, dl areas of implementation require financid and gaffing
resources from avariety of mechansms. The decision-making process by which indicators are
sdlected should include the identification of required and available funding and saff. Careful
congderation should be given to what levels and numbers of indicators are possible given the
avalable resources and whether adequate resources can be generated over time to ensure a
credible and ongoing process.

Areasthat will require focused consideration and resources include clearance, approvd,
and/or support by potentia partners; operationalizing selected indicators, some of which can be
samply caculated from available data and others that require new or revised data collection tools;
dissemination of indicators, quality improvement srategies, and indicator testing, revision, and
additions.

Clearance, Approval, and Support

Clearance, approvd, and/or support of the indicatorsinitiative and process is needed from
prospective nationa partners and data- gathering organizations. Agreement, support, and active
participation from multiple sources and organizations are essentid to propd this effort forward.
For thisreason, it will be crucid to develop a step-by-step process for review and comment from
the very beginning of indicator specification and development. Consideration should be given
not only to what that process will be, but aso to how it can promote wide acceptance and
ownership of the Reproductive Hedlth Indicators Project.

An early and mgjor policy decison isto identify the essentid partners who will be needed to
approve the indicators. These essentia partners should be identified and recruited to participate
inthe process. Partners who may provide useful input and support, and whose approva may be
needed, include appropriate date ffiliate organizations, nationa hedth organizations, relevant
nationd service organizations, and nationa expert organizations.
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Officia review, clearance, and approva, as well as participation and support in the
development stage, islikely to be needed from gppropriate federal agencies; the Office of
Management and Budget; the Ingtitutiona Review Boards of provider inditutions, states and
data collection agencies, and professiond, provider, and consumer organizations. Parental
consent may be needed to collect certain data on minors, and specific consent may be necessary
for gathering information on third parties, such as partners of respondents. Specific consent from
individuals may be needed not only to collect data but aso to use this information for specific
purposes (e.g., biomarker information or blood testing). Some information can be collected
without informed consent, whereas some may be gathered with informed consent thet is not
specific asto its use, and Hill other information will require that informed consent to specific
analyses be obtained.

Operationalization

Sdlection of indicators should take into consideration the extent to which the various groups
involved can contribute to the process, supply data, and use the resulting indicators. 1t may be
necessary to make choices between the breadth of the indicators and the depth of any single one.
In thisregard, it will be useful to create different classes of indicators according to their
readinessfor use. For example, it may be wisest to begin with asmal set of indicators and to
supplement this set with other classes of indicators, such as recommended measures,
developmenta (pilot or potential) indicators, and others that spring from stakeholders
themsalves. Some optiond indicators could be devel oped for use by states or other entities
according to the indicators relevance to their Situations.

Guidance will be needed in the specifics of defining indicators and sdecting the methods to
be used in calculating them. Priority should be given to clear and specific definitions that leed to
ready measurement. Recommended or acceptable methods for measurement should be defined
and illugtrated, as should indications of what to do and how to document deviations from the
recommended methods when it is not feasible to use them. Although incomparability across
aress, populations, or programs should be avoided, it can be useful to know when, how, and why
measures deviate from the recommended measurement in order to determine whether they can be
compared. It may also be useful to provide software programs that accurately generate
indicators from common databases. The use of such programs can improve comparability as
well as efficiency.

Guidance on data collection and indicator calculation should be prepared for each indicator.
Complete documentation will be needed by the organizationsin collecting, reporting, and using
indicators. Guidance should be tailored to the barriers and issues that are specific to each
indicator but should also be standardized to permit easy use.

Careful congderation will be needed to determine the best mechanism for generating
indicators, whether thisis by anationa organization for dl entities, by state organizations for
their respective entities, by avariety of organizations or entities, or by mixed methods of
generation. Although more centralized generation of indicators may help maintain
comparability, organizations that are closer to actud data collection may be more able to
understand the specifics of data quality and applicability to their arees.
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Dissemination

The dissemination of the indicators is an important step in the implementation process. The
various options that are available include a complete nationa annua document that reports
gtandard indicators for al or some entities, which could be published in print form or as a Web-
based report; a national annual benchmark report documenting standard indicators that can be
used by entities for comparison; and individua reports for specific programs, regions, or states.

Quality Improvement

Pans for quaity maintenance and improvement should be built into the implementation
process from the very beginning. The organizations and individuds responsible for collecting
and reporting indicators should have training in indicator measurement and reporting. A mgor
policy decison must be made asto the level and type of training that can be provided,
specificaly, whether enough training can be provided to meet essentiad needs or whether training
requirements will necesstate dower phasing-in of indicators. Because the use of theseindicators
is essentid to the success of the Reproductive Hedlth Indicators Project, training is aso needed
inudng theindicators, especidly for those individuas who will be using them for policy,
planning, or program decison making. Initial aswell as ongoing training for states and other
entities and individuas could include forma guidance, training manuas, Web-based training,
national or regiona workshops, or other mechanisms.

Mechanisms to provide ongoing technical assstance should be available for those who are
generating and using the indicators. For example, resource centers could be provided to answer
questions, provide consultation, update and revise documentation, generate software programs,
maintain aresource library, provide documentation and publications, and provide on-Site
technica assstance.

Assessment, Testing, and Revision

The development of indicators is not a one-time endeavor. Iterative assessment and
improvement mechanisms should be built into the Reproductive Hedth Indicators Project to
provide systematic review and discussion of published and reported indicators. Feedback
mechanisms should be used to provide training and assistance. Ongoing support of the project,
aswdl asthe continued quality and use of theindicators, can be maintained by providing
incentives that reward high-qudity reporting and by creating mechanisms for ongoing technical
assistance.

Although it may be tempting to move aggressively into implementing the indicators and to
move from using established indicators to developing new ones, the experience of othersin this
area has shown that dower, more considered timetables are needed. Schedules should be
developed for testing the feasbility, accuracy, and utility of potentid indicators, for reviewing
and revising indicators in ongoing use, and for developing additiond indicators.

All indicators should be subjected to pilot testing before acceptance. Adequate time should

be permitted to implement new indicators, usng qudity improvement mechanisms during the
testing process. Criteriamust be developed to determine when an indicator is ready to move
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from pilot testing to regular use and when indicators should be discarded or reworked. All
accepted indicators should continue to be tested on al dimengons to ensure their ongoing
appropriateness when they are implemented on alarge-scale basis.

Timely and appropriate mechanisms should be developed to add, modify, or delete indicators
on the basis of testing and policy needs. A known process should bein place for periodicaly
including new indicators and modifying or deleting old ones so that those producing and using
the indicators can adequatdly prepare for changes with adequate lead time. They should also be
derted in advance when some indicators come into question or are under study. Those
implementing this process should redize thet there isalimit to the number of indicators that can
be effectively implemented and used, so that when some are added, others are deleted. It may be
useful to define abasic, continuing set of indicators and to plan for arotation of other indicators.

RECOMMENDATIONS

Many of the recommendations regarding scientific, technical, and implementation issues that
must be addressed in the Reproductive Hedth Indicators Project are quite specific. Some
generd recommendeations flow from these considerations, however, including the following:

» Focusthe nationd effort, at least initidly, on outcome or status indicators rather than on
process indicators.

* Involve awide spectrum of experts, stakeholders, and consumers in operationdizing the
concept of reproductive health into a number of potentid indicators. Service providers
and those who will be asked to provide data should be involved from the beginning.

* ldentify and introduce different classes of indicators, such as basic measures, pilot or
developmentd indicators, and optiona or rotating indicators.

»  Allocate enough resources and time to ensure that indicators are measured in vaid,
accurate, and comparable way's across time, areas, and populations.

»  Encourage the use of indicators as program gods rather than as justification for
withholding resources.

» Asmuch as possible, capitdize on usng existing data and indicators rather than
duplicating efforts.
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CHAPTER 4

PROGRAM AND INTERAGENCY CONSISTENCY

In selecting reproductive hedlth indicators, the congstency of those indicators with other
indicators currently being used by the Title X program and other agencies must be considered in
order to minimize confusion and the added work that will be necessary at the state and local
levels to produce the indicators. In this chapter, consistency is defined in terms of the sdection of
reproductive hedth indicators, and the importance of consistency and barriers to achieving
consigtency is discussed. The remainder of the chapter focuses on a Strategy to promote
consigency in developing the definitions of the reproductive hedth indicators thet are ultimately
selected.

BACKGROUND

By definition, when things are condgtent, they are “in agreement; compatible; conforming to
the same principles or course of action; uniform.” In the selection of reproductive hedth
indicators, efforts must be made to ensure that the definitions for those indicators arein
agreement, or compatible, with the same indicators used by Title X programs and other agencies.
More specificdly, reproductive hedth indicators must have numerators and denominators that
are defined in the same way and that are derived from the same data sources. For example,
indicators from various agencies must have numerators thet are al derived from the same source
and denominatorsthat are al derived from the same source, athough the source for the
numerators may be different from that for the denominators.

RATIONALE FOR CONSISTENCY

It isimportant for reproductive hedth indicators to be cons stent within and among programs
and agencies because this provides comparable data that can be compared across programs,
agencies, and geographic aress, as well as over time. Congstency can lead to improved quality of
care when comparisons can be made between service ddivery sites or programs. Having
conggtent indicators within programs and with other agencies lends credibility to the indicators,
because they are considered to be important by more than one group. Consistency can aso
potentialy reduce the workload for those producing the indicatorsiif they are doing so for more
than one group. Findly, consstency reduces the time and effort of those developing the
indicators, making the process as efficient as possble.

Although consgtency isimportant, it can be difficult to achieve. Moreover, there may be
indancesin the sdection of indicators when inconsstency is actudly necessary, such asinthe
following examples

» Different denominators would be required for different target populations.
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» A definition that is currently used in the field may be inadequete or inappropriate for use
in the Reproductive Hedth Indicators Project. An exampleisthe use of levels|, |1, and
111 to define the hospital of ddivery for very-low-birth-weight babies, because these
levels are not defined consstently by states. Further, there might be measurement
problems associated with the definition, asis the case with “ unintended pregnancy.” For
example, if unintended pregnancy were defined according to data from the Pregnancy
Risk Assessment and Monitoring System (PRAMYS), this definition would apply to only
those pregnancies ending in alive birth. Usng PRAMS data for unintended pregnancy in
conjunction with abortion data would provide a quite different estimate of the overal
scope of the problem..

* Lawsor regulations may differ across geographic areas, leading to differencesin
reporting or definitions. For example, abortion reporting or definitions of marita status or
fetdl desths may vary across geographic aress, affecting reporting or how the definitions
are formed. In addition, differences in regulations concerning parental consent may cause
inconggtencies in data obtained from hedth surveys on children and adolescents.

» Theavallahility of data sources can vary across geographic areas. For example, data on
unintended pregnancies may be measured by usng PRAMS data in some sates and the
Behaviord Risk Factor Survelllance System in others.

STRATEGY TO PROMOTE CONSISTENCY

This section outlines the steps necessary to assess the work that has been done thusfar in
defining reproductive hedth indicators, to minimize inconsstency with thiswork, and to handle
the necessary incongstencies in the definitions that are ultimately developed. Thefirgt gepisto
asess and evauate previous projects on indicator development a the internationa, nationd,
multistate region, or ate level. Sets of reproductive hedth indicators developed by other
agencies and organizations should be identified that address the key concepts of reproductive
hedlth identified in Chapter 1. Severd such sets of indicators have dready been identified (see
Appendix A), but thislist will need to be reviewed and updated.

For each indicator s&t, the following information should be documented:

» Agency or organization leading the development

* Year inwhich indicators were findized, how long they have been used, and whether they

aedill inuse

» Breadth of the effort (i.e, internationd, nationa, multistate region, or state)

By using the above information, a database can be developed & the indicator leve of dl
reproductive health indicators dready defined. This process should sart with the Healthy People
20107 indicators, proceed with other national and international indicator sets, and then move to
the multistate and sate levels, astime permits.

For each indicator, the database should include the following:

* Name
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»  Breakdown or subcategories of analyss (e.g., age, race and ethnicity, income level)
» Ddfinition, including data sources for the numerators and denominators

* Lead agency
* Yea findized
e Yeasinuse

o Sill inuse (yesor no)

» Breadth of effort (internationa, nationd, multistate, Sate)

* Target population(s)

» Portion of the conceptual model addressed

o Us(s) or proposed us(s) (e.g., billing, reporting requirement, monitoring, performance
measure, needs assessment measure, provision of comparable data)

Examples of indicators that have been coded in thisway are presented in Tables 4-1 and 4-2.

TABLE 4-1. Sample Coding for Indicator: |ntendedness of Pregnancy?

Name:

Percentage of Pregnancies That Are Intended (births wanted
at the time of conception, births occurring later than the time
wanted, and births to mothers who didn’t care when they
occurred)®

Breakdown:

* Age (1544, 1519, 20-24, 25-29, 30-34, 35-39, 4044
years)

» Racelethnicity (black or African American, white, Hispanic
or Latino)

 Income levd (poor, near poor, middlefhigh income)

Definition®:

[Number of intended births] divided by [number of live births
+ abortions in the survey population] x 100

Data sour ce, numer ator :

NSFG, CDC, NCHS

Data source, * NSFG, Nationd Vital Statistics System, CDC, NCHS
denominator: » Nationd Survey of Abortion Providers, Alan Guttmacher
Indtitute
« Abortion Surveillance Data, CDC, NCCDPHP®
L ead agency: Hedlthy People 2010
Year finalized: 2000

Number of yearsin use

Use of definition just beginning for 2010 objectives, before
2010 objectives, this was ated in terms of “unintended”

pregnancies
Still in use: Yes
Breadth: National
Target population: Women ages 1544
Conceptual modd: Reproductive Health Status
Use: Monitoring

Abbreviations: NSFG = National Survey of Family Growth; CDC = Centers for Disease Control and
Prevention; NCHS = National Center for Health Statistics; NCCDPHP = National Center for Chronic Disease

Prevention and Health Promotion.
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TABLE 4-2. Sample Coding for Indicator: Percentage of Unintended Pregnancy (Wanted
Later or Never Wanted) Among Women Having Live Births

Name: Percentage of Unintended Pregnancies Among Women
Having aLive Birth

Breakdown: Age (19 and younger, 20-29, 30 and older)

Definition’: [Unintended pregnancy weighted sumg| divided by [totdl
weighted sums] x 100

Data sour ce, numer ator : PRAMS

Data sour ce, PRAMS

denominator:

L ead agency: RNDMU

Year finalized: 1993

Number of yearsin use: 6

Still in use: Yes

Breadth:

Multistate region (AL, FL, GA, KY * MS, NC, SC, TN¥)

Target population:

Women ages 1544

Conceptual modd:

Reproductive Hedlth Status

Use:

Monitoring, planning, and evauation

* These states do not currently have PRAMS.
Abbreviations: PRAMS = Pregnancy Risk Assessment Monitoring System; RNDMU = Region IV Network for

Data Management and Utilization.

The second step of the Srategy is to identify and minimize incons stencies once the
indicators are decided upon from the conceptua model. Severd scenarios comeinto play at this

point.

When there are multiple acceptable ways of specifying an indicator, atable should be
produced that summarizes the definitions used by the breadth of the effort. Information in the
cedlls should include the lead agency, data sources, the use or proposed use, and any notes about
the geographicd levels for which the indicator can be produced. If more than one agency or
organization has specified the indicator, al definitions and agencies or organizations should be
indicated. Once dl definitions have been identified, the appropriate definition can be sdected by

using the following guiddines

» Emphasize definitions that have consstently been used by multiple agencies or
organizations (including using consistent data sources for the numerators and
denominators) and & multiple levels (breadth).

*  When consistency is not found, emphasi ze definitions that have been developed by
projectswith the greatest breadth; those that can be estimated at the smallest geographical
leve; and/or those being used as reporting requirements, performance or needs
assessment measures, or monitoring measures.
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Tables 4-3 and 44 provide preliminary examples for how this process might work for two
indicators, “Intendedness of Pregnancy” and “Timing of Pregnancy.” In the example shown in
Table 4-3, the definition specified in the Healthy People 2010 objectives might be sdected for
use, but the data set recommended might be that of PRAMS. State-level estimates are possible
by usng PRAMS data, but PRAMS is available only in 24 states and New Y ork City. It should
aso be noted that State-level estimates obtained from the Behaviord Risk Factor Surveillance
System would not be comparable with those from PRAMS because of differencesin the

populations sampled.
TABLE 4-3. Intendedness of Pregnancy
Definition National/inter national Multistate State
Percentage of Hedlthy People 2010
pregnancies that from NSFG
were unintended Use monitoring (ate-
level estimates not
possible)
Percentage of live RNDMU from TN (future) from
births that were PRAMS BRFSS
unintended Use: monitoring Use monitoring
(unwanted or (state-levd (state-levd
mistimed) estimates estimates possible,
possible, but not but not in al sates
in al gates

Abbreviations: NSFG = National Survey of Family Growth; RNDMU = Region IV Network for Data
Management and Utilization; PRAMS = Pregnancy Risk Assessment Monitoring System; BRFSS = Behavioral
Risk Factor Surveillance System.

In the example shown in Table 4-4, the definition chosen might be the Healthy People 2010
definition, but the data source recommended would be the live birth record, owing to the

avalability of date-level and sub—state-level cdculations.
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TABLE 4-4. Timing of Pregnancy

Definition National/inter national Multistate State
Percentage of Healthy People 2010
births occurring from NSFG
within 24 months Us= monitoring
of previous birth (state-leve edimates
not possible)
Percentage of live RNDMU from
births (excluding live birth records
first pregnancies) Use monitoring
with interval to
conception _6
months

Abbreviations: NSFG = National Survey of Family Growth; RNDMU = Region IV Network for Data
Management and Utilization.

In some ingtances, there may be indicators that have been specified in away that is thought to
be inappropriate, even if the definition is used consistently by others. In these instances, the
indicator should not be included if there is another indicator that measures a similar portion of
the modd and that has been defined previoudy in a condgstent and acceptable manner. If there
are no other indicators that measure the desired aspect of the modd, the indicator should be
defined asit fits the needs of the Reproductive Hedlth Indicators Project, even though this may
be incons gtent with previoudy used definitions.

The lagt step in the Strategy is to identify a process for handling necessary inconsstencies.
Although thisis not an easy task, one gpproach would be to form an Interagency Data
Workgroup made up of representatives of agencies or organizations, at least a the nationd leve,
that are developing reproductive hedlth indicators or are involved in collecting the data needed to
produce these indicators. Although not meant to be a complete lig, the following agencies and
organizations should be consdered for inclusion in this group:

* Alan Guttmacher Inditute

» Dividon of Reproductive Hedth, Centers for Disease Control and Prevention

*  Family Planning Councils of America

o Statefamily planning adminigtrators

» Hedth Care Financing Adminigtration

* Maternd and Child Hedlth Bureau, Hedlth Resources and Services Adminigiration
» Nationd Center for Heath Statistics, Centers for Disease Control and Prevention
» Nationa Committee for Quaity Assurance

» Nationd Family Planning and Reproductive Hedth Association

» Office of Women's Hedlth

The Reproductive Hedlth Indicators project group should review the list of proposed

indicators and their definitions to determine whether they can agree on ways to produce
consstent definitions across these agencies or organizations. If agreement cannot be reached, this
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group should acknowledge the need for inconsistent definitions. When the list of indicatorsis
released, it is critical that the Interagency Data Workgroup has reviewed the list with definitions
and added an explanation when they fed that inconsstent definitions need to be recommended.

Chapter 4: Program and Interagency Consistency Page 41



CHAPTER 5

HIGH-NEED, UNDERSERVED, AND UNDERREPRESENTED POPULATIONS

The purpose of this chapter istwofold: firdt, to suggest guidelines for ensuring thet afull
diversity of individuasis represented among populations sampled for monitoring of
reproductive hedth; and second, to consder specific indicators for diverse groups, even if the
importance of these indicatorsis not evident for the entire population.

Public hedlth practitioners know intuitively that some populations have grester needs than
others, owing to poor reproductive health status and limited access to hedlth services. Numerous
groups are known to be at increased risk for illness, desth, and adverse reproductive outcomes.
Examples of these groups include young adolescents, homeless persons, HIV-postive
individuds, survivors of physica and sexud abuse, families living in severe poverty, victims of
racism and discrimination, and workers subject to toxic exposures. Increased medica needs arise
from socid and economic vulnerabilities and arange of exposures in the physica and socid
environment, aswell as multigenerationd genetic, biologicd, and environmentd legacies.
Egablishing priorities for the effective public health monitoring of persons with such
vulnerabilities and exposuresis a chdlenging and important task.

The terminology used throughout this chapter evolved out of a close critique of the often
used labels “ specid” and “highrisk.” The titles or names applied to specific groups required
thoughtful condderation because the intent here is to chalenge rather than reinforce the
stigmatization and exclusion of subpopulations. For this reason, the term special populations was
rejected. Persons or groups may require specid attention because of their environments or the
ways in which they have been treated, not necessarily because of their individua behaviors or
anything that isinnately “specia” about them. It was decided to avoid the term special
populations because it might mistakenly place the onus of hedlth problems on individuds rather
than pointing to deficienciesin hedth sysems or to forms of socid discrimination.

Persons labeled as “high risk” tend to be stigmatized once classified as such, and solutionsto
individuals problems are sometimes impeded by this characterization. As Handwerker*
uggests, “labeling poor pregnant women ‘high risk’ implicitly and explicitly makes them
accountable if they are unable to change their behavior as prescribed by medica professonas’
(p. 665). Despite the subjective, arbitrary, and sometimes prgjudicia nature of medicd risk
assessment, Handwerker! notes that, during her ethnographic fieldwork in a public prenatd
clinic, she “never observed a*high risk’ 1abd being removed from a patient, regardless of any
improvement in the designated risk factor or behavior (e.g., drug use)” (p. 669). Another
suggested term, priority populations, was rejected because it implied a ranking of groups
according to their needs or problems, which is ingppropriate.

The choice of the terms high-need, under served, and underrepresented refers to specific
concepts that are consstent with this chapter’ s mission to address the need for affirmative
atention, specific srategies, and possbly differentid alocation of resources for groups with
demondtrated hedlth vulnerabilities, problems, or access barriers. The need for particular focus

Chapter 5: High-Need, Underserved, and Underrepresented Populations Page 42



on such groups could be fluid or trangitory, because group definitions reflect a set of
circumstances and not necessarily inherent or persistent characteristics of persons or populations.
Theterm high-need was selected because it is descriptive and suggests the importance of context
rather than the permanence or inevitability of disparate need. Under served is meant to refer to
both the quantity and the qudity of hedth care that is accessible, acceptable, and free of sigma

or bias. The term underrepresented was chosen because monitoring of community representation
is consdered essentid in hedth care settings among staff, advisory committees, and boards of
directors, aswell as patient populations.

Given resource limitations, it is essentid to understand and redress hedlth digparities that may
be masked without close monitoring of potentia inequaities. Exigting reproductive hedlth
indicators for the genera population are extremely limited, and development of indicators for
subpopulationsisinitsinfancy. In establishing nationa reproductive hedth indicators for the
firg time, pragmatic concerns will dictate a short list of leading indicators for initia
implementation. For the long-term effectiveness of thisimportant project, it will be equaly
important for criteriato be set forth clearly from the outset for the future development of more
extensve and inclusive indicators. Ongoing opportunities should be developed for government
agencies, researchers, providers, and loca communities to identify new indicators that become
relevant and sgnificant.

BACKGROUND

The US Department of Health and Human Services Healthy People 20107 targets the
eimination, not merdly the reduction, of hedth disparities. Rather than naming “ specid
populations’ for targeted monitoring and tailored objectives, as was done in previous versons,
Healthy People 2010 establishes the god of diminating disparities among sociodemographic
groups. In most cases, the objective for each subgroup is to exceed the performance of the group
that currently has the most advantageous indicator; for example, if a particular racia or ethnic
group hasthe lowest rate of pregnancy complications in the basdline data, that group and all
others should improve on that rate by 2010. This method of setting gods isreferred to as “Better
than the Best” in the Healthy People 2010 documents. The new approach not only avoids setting
lower expectations for groups with lower benchmarks, but also sets goasfor al groupsto
improve and to reach parity.

Healthy People 2010 focuses on differentias occurring by gender, race or ethnicity, and
socioeconomic gatus as measured by education or income. For some Healthy People 2010
objectives, disparities are consdered according to age, disability status, urban or rural resdence,
and hedlth insurance status. Certain Healthy People 2010 objectives desgnate popul ations with
specific medica conditions, such as diabetes, hypertension, and arthritis.

Because group comparisons are only as meaningful asthe groups definitions and
measurements alow, decisions about classification of population groups are critical. Recent
changes in the Office of Management and Budget' s Directive 15 on racid and ethnic
classfication (i.e., the subdivison of the Asan/Pacific Idander population into the two
subcategories of “Asan” and “ Native Hawaiian and Other Pecific Idander”) and changesin
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terminology, as well as the decision to dlow sdf-identification in more than one “racid”
category, rase chdlenging questions of data vdidity, reliability, and consstency over time.
Currently available measures for eva uating socioeconomic status and racism are extremely
limited but increesingly important to measure socid inequaities and discrimination.

Principles

For the purposes of this chapter, a set of principles has been agreed upon for the selection and
measurement of reproductive hedth indicators for high-need populations. These principles are
described in the following paragraphs.

Thefirgt of these principles sates “ Optima reproductive health and eimination of
disparities should gpply to dl populations and to dl individuas within those populations.” An
“optima” standard should be stressed as a positive god. The intention underlying this principle
is not only to raise the population group mean to aleve that is* better than the best,” but dso to
ensure equity within as well as between groups. Equity initsalf does not guarantee universal and
continuing improvement. Ultimately, indicators of wellness, wel-being, and qudity of life will
be needed to assess whether optima hedlth has been reached.

The second principleis: “Priority must be given to disparities in health between the generd
populaion and high-need popul ations, and appropriate and adequate resources must be made
available to diminate those disparities” This principle places mgor emphasis on the importance
of resource alocation and addressing disparities in services and resources (versus differences
among populations themsalves). It may be necessary to provide positive incentives to redress
disparities. Because the persstence of ingtitutiona racism penetrates and reproduces power
structures within health care ddivery systems, equaization of resources may not be sufficient. >~
Under current policies, and given market pressures, providers are actualy pendized financidly
for serving populations that require additiona resources. Such policies and pressures lead to
patient disincentives for utilizing care, reduce access for high-need populations, and exacerbate
hedlth digparities. Allocation of resources, including support for community-based education and
mohbilization, should be given strong emphasis here.

Thethird principleis “The entire process of developing a reproductive hedlth indicators
selection framework must incorporate the concept of cultural competency.” “ Culturd
competency” should not be interpreted as a purdly linguistic issue lest ineffective and tokenistic
means are employed to conform to this principle. Therefore, other key aspects of cultura
competency were defined, including measures taken to iminate discrimination and to ensure an
inclusive and welcoming environment. Appropriate education and training are required to ensure
that staff in public and private agencies make diverse populations fed welcome, not only by
speeking their languages but aso by respecting their cultures and developing the ability to
interact with people of different cultures. Important e ements include understanding gender as
well as culturd beliefs and vaues and tregting dl patients with dignity. Although hedlth agencies
cannot transform every aspect of their patients environments, it isimportant for health personne
to be aware of the ways in which members of underrepresented groups may experience insultsto
thelr hedth and well-being in workplaces and nelghborhoods.
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Addressing Racism

Thereis aneed to chalenge and uproot the entrenched racism directed toward historicaly
underserved groups while taking preventive measures to protect newly emerging and expanding
groups that may face discrimination. Larger groups that have been present in communities for a
long time must not be overlooked in efforts to combet discrimingtion and diminate disparities. A
strong sentiment was expressed that such groups may become “invisible’ to policy makers and
that long-term digparities tend to be accepted as the status quo, obscuring the need to direct
resources to populations who have suffered the greatest and most persistent disparities.

Because resource issues are systemic and underlie racism, it is essentia for strategies to be
indusve. Ritting one high-need population against another in competition for resourcesis
destructive to al and must be avoided. In order to change power imbalances, there must be
representation and leadership by those who have suffered historically and who currently
experience inditutiona racism in dl forums of discusson and decison making related to hedth
services planning, policy, and resource alocation. Recommendations must address the impact of
inditutionaized racism on hedlth care ddivery.

The principleslaid out in this chapter should be incorporated into the Reproductive Hedlth
Indicators Project’ s conceptud framework and infused throughout the working model and
resulting recommendations. Concerns about racism and discrimination, inclusveness, and
genuine cultural competency must be addressed at each step of the process of developing
reproductive hedth indicators. Sengtivity to gender issues and inclusion of men are other cross-
cutting issues that should inform future indicators.

ESTABLISHING GUIDELINES
Criteria

The workgroup reviewed the Centers for Disease Control and Prevention’s Guidelines for
Evauating Surveillance Systems® which were published in 1988 and are currently undergoing
reevaudion. As*parameters for measuring the importance of a hedth event—and, therefore, the
surveillance system with which it is monitored,”® the CDC guidelines provide a structure for
consdering issues related to indicators for high-need populations. These guiddines are
consdered in the following paragraphs.

Total number of cases, incidence, and prevalence isthe firg of the guiddines proposed by
the Centers for Disease Control and Prevention (CDC). Although even one case may represent a
sentinegl event that Sgnals a severe problem or inequity, in generd the total number of casesfor
small population groups may not be a ussful criterion for determining the importance of the
condition or event. Incidence and prevalence estimates provide better comparability between
population groups of different sizes. Definition or classfication of high-need groups isimportant
in this respect because low incidence or prevaence for the entire population may mask the extent
of problemsin high-need populations.
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One concern expressed in the workgroup was the trade- off involved in aggregetion of groups.
On the one hand, large numbers dlow for greater gatistica significance, socid mobilization, and
maximum impact of interventions. On the other hand, “lumping” of dissmilar groups threatens
the loss of specific information, especidly for small groups. The task was not seen as afocus on
“minority” populations, because the vulnerability of groups might be independent of thelr sze
and the totdity of vulnerable groups might compose a numerica mgority of the total population.
Another concern was that emerging needs of newly identified groups should not be overlooked;
however, resources spread too thinly could dilute the necessary focus on historically underserved
(and possibly larger) populations.

Indices of severity, such as caseffataity ratio, and mortality rate are the next pointsraised in
the CDC guiddines. Because maternd mortdity is arare event in the United States, the
caseffadity ratio may not be avery sensitive measure of reproductive morbidity. Because
severity tends to be measured by the use of hedlth services, serious morbidity may be
differentialy underreported among groups with limited access to care. In addition, systemic and
provider bias may deter the detection and documentation of disease chronicity, disability,
discomfort, and dissatisfaction among underserved populations.

Indices of lost productivity (e.g., bed-disability days) may need to be measured in different
ways for women than is done with the standard methods designed for men, in order to account
for women'’ sinterrupted patterns of participation in the labor force and uncompensated
caretaking responghilities. An index of premature mortality, such as years of potentid life logt,
may be more appropriate, dthough women'slife expectancy varies with membership in more or
less advantaged populations.

Medical cost isanother measure that is dependent on access to and utilization of care.
Charges must be standardized if used as a proxy for morbidity, because publicly financed care
may be reimbursed at alower rate than privately insured treatment.

Preventability of conditions seemsto be a useful criterion for monitoring of high-need,
underserved populations. However, standard measures of preventability are defined by available
modes of medicd trestment and utilization of hedlth services, exclusive of important factors such
as freedom from discrimination, respect for women, cultural competence, and other aspects of
quality of care. The workgroup raised some interesting questions specific to monitoring the
preventability of adverse reproductive hedth outcomes. For example, how does unmet need for
family planning services factor into preventability of reproductive hedth conditions? Since the
critical outcomes of optimal reproductive health include hedthy offspring, which conditions
among infants and children should be considered preventable with optima reproductive hedth of
the mothers? These are but two examples of the complexity associated with determining
preventability in relation to reproductive hedth indicators.

Strategies

More questions than answers resulted from discussions of Strategy, because Strategic
directionswill be determined in the next phase of the Office of Population Affairs Reproductive
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Hedth Indicators Project. The workgroup reached a basic agreement that guiddines for high-
need, underserved, and underrepresented populations should fal into two categories.

The firgt of these categories is adequate incluson of such populationsin data collection for
national reproductive hedth indicators that are established for the whole population. Because in
many casesthiswill be difficult or impossible to achieve with existing sources of data, the
following issues should be taken into congderation:

* Wha drategies are needed for the inclusion of populations with smal aggregate numbers
or sparse populations that are broadly dispersed? Is there alower limit on the size of a
population that can be monitored meaningfully and reiably?

*  What enhancements to routindy collected nationd data (e.g., vitd Satistics, surveys,
adminigtrative data) could improve the ability to monitor subpopulations?

*  How should the rlaive importance of nationd, Sate, and local data be weighted?

*  What types of data collection efforts in smaler geographic areas, smdl areaandyss,
dternative sampling drategies, systems of sentinel event or sentinel Ste survelllance, and
periodic or specid studies should be considered?

The second category is the development of specific indicators revant to particular high-
need, underserved, or disenfranchised groups. For example, homeless women or women with
HIV/AIDS might face unique reproductive hedth risks. It would not be efficient or necessary to
monitor the entire population for such risks, but it might be unethicd to ignore the potentid for
certain conditions among specific groups. Areas of discussionfor guiddinesin this second
category should include the following:

*  Which populations or subpopulations are likely to have unique risks and to need unique
indicators?
* How can denominators be determined for monitoring of such populations?

RECOMMENDATIONS
Defining Populations

Starting with the population categories used in Healthy People 2010 (e.g., gender, age, race
and ethnicity, disability status), the workgroup added other categories and suggested numerous
subgroups that might be included under each category. The list below is not meant to be
exhaudtive nor the categories mutudly exclusve; classfications are not fixed and are not meant
to imply any system of ranking. The group’s gpproach was to try to achieve inclusivity and to
enumerate groups that might require focused monitoring regardless of the current availability or
qudity of data. A watchword of the group’s effort was that data can aways be collgpsed into
larger categories but cannot be disaggregated without adequate attention to detall in data
collection.

The workgroup's goa was to suggest generd guiddines and to provide thought-provoking
examplesin order to move the project forward with respect to reproductive health indicators for
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high-need populations. Optimal coverage of high-need populations should be explored asfully as
possible before feasibility is assessed. At that point, priorities will clearly need to be established.
A “laundry list” gpproach is unredistic for a national monitoring system; one danger of such an
gpproach istherisk of diluting concern for mgjor population groups whaose needs have been
higtoricaly ignored. However, congderation of a broad range of populationswill alow for
vaidionsin loca monitoring and attention to timely problemsthat arise in nationd, State, or

local settings. A commitment will be needed to continue searching for resources to achieve
adequate coverage of dl groups that warrant concern.

Gender. Prior efforts to monitor reproductive heath have been inadequate and have tended
to focus primarily on infant outcomes, neglecting many important aspects of women's hedlth.
Men constitute an underserved group for reproductive hedlth services and have not been afocus
of reproductive hedth surveillance. The lack of access by men to family planning services, the
lack of education, screening, and trestment of men for reproductive risks, including occupationd
exposures, and the failure to address the needs of men as fathers through public policy have
negetive consegquences for women and families aswell asfor men themsalves.

Age. Potentid age categories for monitoring reproductive hedth should include the entire life
course, specificaly, women lessthan 15 or greater than 44 years of age (even though they are
not included in Healthy People 2010 family planning objectives, and women >35 are dl
aggregated into one group in Healthy People 2010 maternd hedlth indicators). Attention should
be paid to adolescentsin foster care and those who have dropped out of school as potentialy
high-need groups.

Race and Ethnicity. Conformity with federd reporting classfications mandated by the
Office of Management and Budget' s Directive 15 should be maintained when appropriate for
purposes of consistency and comparability. Within and beyond the standard categories, specific
ethnic or nationd subgroups should be delineasted whenever thisis feasible, important for loca
needs, and relevant for purposes of improving public health. One suggestion was to cregte a
larger “Cultural” category that would subsume subcategories of race and ethnicity.

Socioeconomic Status and Quality of Life. Improved measures of socioeconomic status,
including but extending beyond education and income, are critically needed, and the interaction
of socioeconomic status with dl the other categoriesis extremey important in ng high
need. Specific populations of concern are individuals who are homeless or inadequately housed,
such asthose living in substandard, trangitiondl, or public housing; and persons who are hungry,
ma nourished, have insufficient food, or lack food security.

Immigrant Status. Service needs and access to hedlth care may differ among documented
and undocumented immigrants and migrant workers. Nationd origin, length of time in the
United States, legd datus, citizenship, and degree of acculturation may also be relevant factors.

Disability Status and Mor bidity. It was generdly agreed that a* Disabilities Status’
category should include persons with physicd disabilities, severe and perastent mentd illness, or
mental retardation or other developmentd disabilities. Consensus was more difficult to reach
concerning the classfication of persons with non-permanently disabling illnesses. One
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suggestion was to classify illnesses as disabilities and divide them into subcategories as acute or
chronic, but this was controversa because persons with various illnesses do not necessarily
condder themsalves as having disabilities. Women with poor underlying hedlth status need to be
identified for preventive measures to improve reproductive hedth. WWomen experiencing the
sequelae of childbirth and inadequate follow-up care, such as uterine prolapse, pelvic support
disorders, and incontinence, might be considered among those with chronic illness or,
dternaively, as a population with age-related concerns.

Stigmatizing Medical and Behavioral Risks. Women living with certain medical
conditions (e.g., HIV/AIDS and other sexudly transmitted diseases) and those with substance
use disorders face hedth risks that may be aggravated by stigmatization and legd complications.

Sexual Orientation. Categories of persons that should be considered high-need populations
include lesbians and gays, women who have sex with women but identify themselves as
heterosexua, men who have sex with men but identify themsdves as heterosexud, bisexuds,
and transgendered persons.

Residence. Rurd, urban, and suburban residence may be associated with particular needs
concerning environmental exposures, access to hedth and other services, and confidentidity.

I ngtitutionalization Status. Indtitutiondized personsin need of focused attention may
include those who are (or have been) incarcerated in the crimind justice system or
inditutionalized due to physical and/or mental disabilities. This category includes resdents of
nursing homes.

Abuse. Women who are being or who have been physicaly, sexualy, and/or psychologicaly
abused are definitely a high-need group for reproductive health monitoring.

Women in Hiding. Women who livein hiding, due to immigration status, abuse, and/or
substance use leading to fear of deportation, arrest, violence, or loss of child custody, lack access
to hedth care and hedlth promotion activities.

Cultural and Religious Minorities. It was suggested that certain religious and cultura
groups might require focused attention because of objections to headth service utilization or
particular interventions such asimmunization or family planning. Practices or behaviors based
on these beliefs may have an impact on the hedlth of the genera population aswell asthe

specific group.
Policy-Sensitive Conditions. Populations might be identified due to their vulnerability to

changes in federa or sate policies. These include women who become ingligible for welfare due
to time limits or other new regulations.

Program Eligibility. Populations may be defined by digibility for financing or service
programs, such as Indian Health Service and Title X programs.
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Environmental Exposures. Workersin hazardous occupations or industries, such as sex
workers, workers exposed to radiation and toxic chemicals, and agricultural workers, face
gpecific reproductive risks. A category overlgpping with resdence is exposure to hazards in the
physical environments where people live and work.

Ethics. Women who participate in research related to reproductive hedlth, receive
experimentd treatments, or serve as subjectsin clinical trids for other trestments that might
affect their reproductive hedth are subject to ethica concerns that require monitoring. Smilar
concerns apply to women receiving assisted reproductive technologies, even after such
technologies receive gpprova from the Food and Drug Adminigtration or professiona bodies.

Genetics. Concerns related to persons with genetic susceptibilities become more relevant as
genetic information proliferates and genetic screening increases. The potentid for new
treatmentsis great because genetic risks can be identified more easily, but the risks of
gigmatization, discriminatory trestment, and coercion in reproductive decision-making must be
monitored.

Other Condderations

Multiple Risks. Underserved individuals may have multiple characteristics that raise
concerns for reproductive hedth. 1t may be useful to construct an index of need or to define a
congelation of risksthat are likely to coincide. It should be possible to do this without
recreating the problems associated with the “high-risk” labd.

Group Members. High-need, underserved, and underrepresented groups are heterogenous,
and membership in such groups may be atrangtory condition for individuas. It should therefore
be determined what is the importance of individua-level data, including longitudina linked data,
versus ecologica or aggregate populationlevel data and cross-sectiond analyses. In addition, it
should be determined how we can alow for fluidity in group membership and identity and what
we can learn from variation within subgroups.

L ocal Representation. An ongoing process will be essentid to obtain continuous input from
representatives of groups being monitored. As socid conditions, policies, and hedlth care
delivery systems evolve and change, members of designated popuations should play an
important role in developing data collection strategies. Community representatives should be
involved in formulating recommendations for future monitoring to provide information that can
be used at state and local levels.

CONCLUSION

These and many other unresolved questions remain for future stages of the Reproductive
Hedlth Indicators Project. The workgroup on High-Need, Underserved, and Underrepresented
Populations appreciates the opportunity that the Office of Population Affairs has provided for
serious discussion, diverse nationd input, and genuine consensus building around important and
deeply felt issues.
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CHAPTER 6

ETHICSAND SERVICE QUALITY

This chapter addresses the intersection of ethics, service qudity, and reproductive hedlth
indicators. The ethical domain encompasses principles and procedures that ground al research
processes, including those involving the development and implementation of reproductive hedth
measures. The qudity section focuses on some of the factors beyond family planning thet are
used to assess hedth care. Suggestions are adso provided for addressing service qudity within
reproductive hedth.

Next, the intersection of ethics, service quality, and reproductive hedth indicatorsis
presented. Although it is often acknowledged that these factors are highly interrelated, many of
the issuesreflected by ethicad concerns within service deivery or the impact of measuring
clinical services on quality of care have received limited attention within the field of
reproductive hedth. Thisisatal order of work and one that goes well beyond this brief chapter.
Some topics can be only outlined here and await fuller treatment during the next age in the
development of reproductive hedlth indicators. Others will smply be acknowledged as long-term
projects.

Finally, the workgroup members believe strongly that there are broad concernsin these
substantive areas that cannot (and should not) reach closure, in part because it would contravene
the ongoing process to identify and address ethics in hedlth research and practice. Given this
perspective, the materid presented here should raise more questions to be engaged than answers
in which we might take false comfort.

BACKGROUND: RESEARCH ETHICS

Sound ethica principles and procedures are necessary conditions for research on human
subjects. This statement requires that three terms be defined. First, ethics is the study of problems
of right conduct in light of mord principles, in which the god isto provide guidance on what to
do and how to treat others.> Second, research refers to any systematic investigation designed to
contribute to generdizable knowledge. Importantly, for policy purposes this definition includes
the array of tasks identified in prior chapters for developing, testing, and eval uating reproductive
hedlth indicators, regardless of whether these activities are supported under a program identified
as “research.” Third, human subjectsare living individuas about whom research practitioners
obtain 1) information through interaction (either directly or viaathird party) or 2) identifisble
private data.®

Concerns about research ethics were not systematicaly addressed until the mid-20th century.
Historic benchmarks demarcating this effort have included the Nuremburg Code (1946), the
Nationa Indtitutes of Hedth'sinitid federa policies for protection of human subjects (1953), the
World Hedlth Organization’s Declaration of Helsinki (1964) and the Belmont Report (1979).3
More recently, research ethics within reproductive hedlth have been examined at internationa
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conferences, specificaly, the International Conference on Population and Development (ICPD)
(1994) and International Planned Parenthood Federation (1995). The ICPD is noteworthy inits
efforts to define reproductive hedlth and to Stuate relevant hedlth issues within alarger ethica
context. At this event, a consensus document was developed that 1) defined reproductive health,
2) st priorities concerning human sexudity and gender rations, 3) linked reproductive hedth

to larger socioeconomic and politica issues (e.g., development in Third World nations), and 4)
acknowledged the far-reaching impacts of sexually transmitted diseases (STDs) and HIV/AIDS
prevention on women's overal hedth.*

The Belmont Report and Resear ch Ethics

Although the documents and mestings just mentioned are dl concerned with ethics and
reproductive hedlth indicators, the Belmont Report is perhaps most centrd to nationa policy
development and practice guidelines® It therefore may be useful to describe the principles
described in this report and their implementation via Statute and federd program.

Three basic ethica principles were identified in the Belmont Report as gpposite to research
invalving human subjects. 1) respect of persons, 2) beneficence, and 3) justice.

Respect of personsimplies two components: 1) acknowledging individua autonomy and 2)
protecting those with diminished capacities. The consequence of this principle and its
requirements is that subjects participate in research activities voluntarily and with sufficient
information to make an independent determination about their involvement. The practicd result
is the implementation of informed consent procedures. The second component, protection of
those with diminished capacities, may be afunction of age, illness, mentd disability, or
circumstances (e.g., prisonersin correctiond facilities). Decisons about sampling and informed
consent among those with diminished autonomy often present dilemmas to research activities.

Beneficence, the second Belmont principle, is an obligation to 1) do no harm and 2)
maximize possble benefits and minimize risks. This can be a particularly chalenging principle
to assess in practice. Obviowdy, estimating “risk” involves not only research subjects but others
associated with that individud (e.g., immediate family members, sex partners) aswel as
weighing risk and reward across various time frames. On amore generd levd, thereis the need
to weigh research’s overal benefit to society againgt an individud’ srisks of participationin a
particular project.

Finaly, the third Belmont principle, justice, refers to a sense of fairness and equa trestment.
As aresearch issue, this principle focuses on just methods to distribute burdens and benefits to
subjects. This principle is often reflected in project sampling procedures, such as decisions about
sampling frames, dements, and drategies. Justice is dso relevant when the end results of
research are addressed. Public support for data collection activities should lead to improved
service, treestment, or technology without regard for who can afford to obtain access to these
bendfits.
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Applying these three ethicd principles resultsin the following research requirements:

1. Informed consent
2. Risk/benefit assessment
3. Fair procedures for selection of subjects

These requirements are codified in satute. Title 45 of the Code of Federa Regulations, Part
46, “Protection of Human Subjects,” provides aframework under which research efforts must be
asessed. The Department of Health and Human Services (DHHS) Office for Human Research
Protections manages compliance with these regulaions for al DHHS-funded research. In
practice, thisis accomplished through a complex set of individuas and agencies (eg.,
Ingtitutional Review Boards [IRBS]) reviewing proposed and ongoing research activities and
making judgments about human subject procedures and protections.’®

Ethics, Review Processes, and Reproductive Health Indicators

In the preceding section, afairly sraight lineis drawn from ethica first principlesto their
codification and then the process by which these criteria are gpplied to research activities.
Unfortunately, this Smple schema leaves out many concerns that make the redl implementation
of ethica guidelines so difficult. There are abroad set of issues that should caution us against
underestimating the problems inherent in addressing ethics and the devel opment and
implementation of reproductive hedlth indicators.

A firg concern iswith language—terms and definitions—and how they fit within our
higtorical context. The ethicd principles enumerated earlier are maddeningly vague and complex
concepts. For example, “beneficence” as an edict to do no harm leads to awelter of cross-
currents when trying to define “harm” and “risk” to individuals, groups, and communities. It dso
may be dl too easy to view this discussion atomigticaly, without recognizing historica or
community and national views toward reproductive health. An approach thet is limited to trying
to determine an individud’ s risk as an autonomous agent ignores ared history of conflicts
concerning women' s saf-determination and ability to act to minimize risk and maximize
benefits.

A second problem involves the sometimes uncomfortable fit between research and its
overdght vialRBs. Despite the broad definition of “research” used in statute, IRBs routingy
distinguish between various types of scientific endeavors relating to indicators. Moreover, the
way in which aproject is labeled—as research, program evauation, or routine data monitoring—
can determine whether an IRB will decide that the activity should be reviewed. Significant
varigbility can occur among loca |RBs when determining whether areproductive hedth
indicator project fals under their purview. IRBs have many chalenges in defining their roles and
reech in ther loca scientific communities. The types of research (dlinicd trids, population
surveys, psychologica experiments, ethnographic studies, etc.), IRB members views and
understanding of key ethical terms, and the community’s history in addressing research risks and
rewards dl play arole in decisions about what activities come under their jurisdiction and how
gringently a project is examined.

Chapter 6: Ethics and Service Quality Page 53



A third concern involves tying this issue of ethics and research too closdly and smply to
IRBs. Although IRBs play a centrd role in overseeing research or research-like activities, other
governmenta agencies and statutes aso have jurisdiction over such projects. For example, the
Office of Management and Budget and the Food and Drug Administration have additiona
oversight procedures and practices. At the other end of the governmental spectrum, many cities
and counties maintain offices that provide guidance or monitoring of data-related activities
without recourse to standing IRBs.

These generd points should lead to an important conclusion for guiding the OPA’ s next
geps: Some systematic process must be identified to rigoroudy assess the ethica dimensions of
areproductive hedth indicator project. This process may or may not include IRBs, other
governmenta agencies or offices, advisory groups of scientists and citizens, and so forth. The
larger question is not “Does the project have an IRB?’ but rather “Have project activities been
adequately examined and monitored in relation to ethica principles?’

SERVICE QUALITY IN REPRODUCTIVE HEALTH CARE

The second mgjor area addressed in this chapter is quality in reproductive hedth care. The
workgroup'sinitia task was to clarify what is meant by quality. Two distinct topics were
identified: qudity of hedth indicators and qudlity of hedth care service implementation. The
former, however, actudly fals under the purview of the Scientific and Technical 1ssues
workgroup (see Chapter 3). The “qudity” concern within this chapter is closer to client services
and gaff performance—the conditions under which services are implemented and assessed and
the possible effect of indicator systems on sarvice delivery.

Quadlity is closdly tied to both ethics and indicators. Ethics is a necessary context that is
srongly associated with dl processes identified in measuring reproductive hedth. This
measurement process may inform aswell as affect service quaity and patient outcomes, which
in turn may be monitored with further assessment of reproductive hedth indicators. Ethics have
been understood in the health professions as more than the systematic examination of mordlty.
Rather, it is now understood as a respongbility to provide qudity hedth services. This practica
gpproach to defining ethics is reflected in hedlth care associations maintaining codes of ethics for
professond practice and quality service ddivery, whether thisis dinica service, management,
or ancillary (eg., laboratory) activities.”

Recent efforts have intensified in assessing qudity of health care service ddivery. The
Hedth Care Qudity Improvement Act (1986), for example, was focused on promoting
professona practice review and improving qudity of care. In addition, awide array of practical
theory-based systems have been devel oped to assess and monitor quality across public and
private systems®° Beyond legidation and interventions, public program guiddlines aso
address—at least globdly—service qudity. A rdevant example of the latter isthe Title X
guidelines concerning levels of care for defining dients and medical visit events'® However, the
workgroup members judged that quaity improvement in reproductive hedth service delivery
lacks a coherent system-wide gpproach. Thisin no way minimizes the efforts noted above but
rather highlights some of the challenges reflected in Chapter 1. The scope and depth of services

Chapter 6: Ethics and Service Quality Page 54



and how they are provided in the United States, as well as the politics associated with family
planning, women's hedth, STDs and HIV, and sexudlity, al add to the chalenge of assessing the
quality of reproductive hedth care.

Despite these concerns, hedlth professionas have sysematicdly implemented assessment of
hedlth care qudlity, particularly in the last 10 years'* These efforts have often addressed the
ethica issues inherent in quaity measurement. They have aso maintained afocus on the
practica consequences for systems, organizations, practitioners, and consumers of hedlth care
services. Through this process, afew points stand out. First, measuring qudity isimportant. It
can lead to changesin hedlth services. Second, where measurement has been standardized, it is
possible to assess variability in service qudity. Third, the technica difficultiesin measuring
qudity cannot be overestimated. This entire document is a testament to the complexity of issues
that must be addressed to begin the process of generating valid and reliable measures of
reproductive hedth services and outcomes. Fourth, the quality improvement field clearly
recognizes that technical developments in measurement may affect the level and distribution of
resources Finaly, there is growing recognition that defining and messuring quaity can have
unintended consequences on the hedlth care service ddivery system.?

Aswork continues on devising reproductive hedlth indicators, two related quality issues
should be addressed. Thefirg is recognition of the various system components where quality can
be assessed. The second involves examining possible standards for selecting measures of quality.
For the former, evaluation of quality can be based on structure, process, or outcome.*? Examples
of structurd dements are the background and training of staff, agency capacity, technology and
equipment, community service access, and even funding. The process component for
reproductive hedlth quality is particularly critica and centers on encounters between personnel
and patients. This encompasses the complexities of each individud’s views of the experience as
well as documentation of procedures and short-term outputs. Finaly, outcome measurement
entalls identifying and monitoring patients subsequent reproductive hedth status. In addition to
these chalenges, it is clear that Structure, process, and outcome eval uation can be conceptudized
a theindividud or aggregate levels.

Many different research gpproaches can be taken when attempting to measure the quaity of
gystemn structures, processes, and outcomes. Research and evauation activities in the health and
behaviora fields have ranged from rigorous case-control studies to more descriptive quantitative
methods to qudlitative exploratory studies. Examples of data sources include patient records,
surveys, interviews, focus groups, structured observations, and routine survelllance systems, to
name just afew. The point hereisnot to provide alisting of every type of data source or research
design but rather to emphasize the complexity inherent in attempts to cgpture qudity in
reproductive hedth care. This complexity isafunction of content areas, evauation focus
(structure, process, outcome), measurement criteria, and methods or data sources.

The second qudlity issue that must be addressed involves the standards for selecting
measures. Significant work has been done in the fied of reproductive hedth to generate vaid
and reliable measures, particularly for nationd “snapshots’ of women and family planning needs
(see earlier chapters). However, this present effort can dso build on work donein other health
care sysems that have grappled with codifying assessment activities. Specificdly, the Nationa
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Committee for Qudity Assurance (NCQA) has been aleader in improving the quality of hedth
care provided through managed care plans. Of particular interest istheir work on performance
messurement, which has been undertaken with awide array of partners and collaborators from
the public and private sectors. The primary tool used in this effort is the Hedth Plan Employer
Data and Information Set (HEDIS), which is a set of standardized measures used to describe and
compare hedth plans.

In developing HEDIS, NCQA identified three generd atributes for their measures of hedth
care systems.'® Measures would be assessed on their relevance, scientific soundness, and
feasbility. Each of these criteriaincludes numerous subcategories on which to assess potentia
quality measures. For example, relevance components cite the extent to which measures are
meaningful, important to the nation’s hedth, financidly sgnificant, and srategicaly important.

In addition, they should address cost issues and should be amenable to control or change.
Measurement criteriafor scientific soundness cited by NCQA are the availability of dlinica
evidence, reproducibility, vdidity, and accuracy. Other technica concerns with scientific
soundness are the extent to which the measures are affected by factors beyond the control of the
hedlth care system, the extent to which measures vary across hedth systems, and
incompatibilities between data sources. Feasihility criteriafor potentid reproductive hedth
indicators might include the specificity of operationd definitions, data sources, collection
methods and cogts, reporting, confidentidity, and audit procedures.

The above criteria set comprehensive and rigorous standards for measuring private hedth
plans. A public sector measurement tool, Medicaid HEDIS, has also been devised on the basis of
these criteria. However, those working in this area of assessing hedth plans warn againg blindly
adopting these attributes when grappling with other measurement projects. The NCQA standards
focused on measures that are applicable to comparing hedlth care systems. They may not be
appropriate for tracking quality improvement or comparing health care at different levels of
aggregation (e.g., among patients or between clinics, states, etc.).

Risks and Rewards of Quality M easurement

Explicating risks and rewards must be a critical component of any program addressing the
development of indicators and a system for their collection and use. Philosophic aswell as
drategic reasons exist for monitoring risks and rewards. The ethica concern acknowledges that
measuring is not an end in itsdlf. Rather, it should be ameans for ataining some god, such as
increasing the efficacy of public sector hedlth care ddlivery or improving the nation’s hedlth. The
strategic or practica concern is that maintaining measurement systems over time requires
collaboration among stakeholders, researchers, practitioners, and patients. Failuresin
collaboration and monitoring may leave a newly developed system open to potentid problems
with maintaining its support and implementation. The following paragraphs provide examples of
the possible risks and rewards of measuring qudlity. It is by no means an exhaudtive list but
should provide an initial context for some of the issues that could be assessed during the
development and indtitutiondization of a reproductive hedth indicator system.
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Risks

Somerisksin measuring qudity are reactive. In this case, the measurement systemis
perceived as a response to some implicit or intended change in policy or practice. Under this
scenario, quality measurement might be viewed as insrumentaly serving ends that are
incong stent with the syslem’s gods. For example, measuring qudity has caused concern among
some hedlth care advocates as a smoke screen for funding cutbacks. In an outcomes-driven
world, failing to document positive results may provide judtification for reallocating resources.
Ancther rdated risk is that quality measurement is a reaction to funders shifting to interventions
with readily quantifiable results. This concern makes no judgment about the outcome's
importance, only that some dependent variables are more amenable to data collection.

A second set of risks associated with quality measurement focuses on the intended or
unintended consequences of the process. In this case, the risks are the results of measuring client
sarvices, system access, or other indicators. For example, the demand for documented results
could drive programs away from their historic mission. There is a concern that “smply”
measuring certain behaviors or conditions may dowly shift an agency’s or service sysem’s
focusin terms of clients or activities. A related risk isthe concern that, in order to meet
benchmarks for measurable outcomes, an agency might shift its efforts away from improving
conditions for harder-to-serve dients. Thisrisk in quaity measurement clearly intersects with
ethica concerns for ensuring fairness in, for example, sdecting research subjects or doing
outreach to potential program clients.

Findly, thereisadinicad service risk when operationdizing quality in Stuations where the
measurement process might lead to services deviating from professond standards for best
practice. For example, when characterizing family planning outcomes, data on awoman's
pregnancy status could be augmented with information on her attitudes and intentions as well as
her partner’ s perspective. Focusing measures solely on the hedlth condition, such as pregnancy
status or “couple-years’ of protection, might inadvertently result in services that minimize
individua decison making over time (e.g., shifting to higher use of injectable contraceptives).
Thismay or may not be consistent with other dlinical guidance centered on the dient’s plansto
determine the number and spacing of her children. This example highlights a concern best stated
by one workgroup member that an indicator system could result in gtaff “ studying to the test.”
Decisions about what is measured can affect what participants do.

Rewards

Many of the potentid rewards of areproductive hedth indicator system are the optimistic
counterpart of the issues raised above. Summary information that is carefully measured,
collected, and analyzed can clarify the connections between a system’s or program’ s mission and
itsactud results. A further practical implication is informing participants (e.g., managers, front-
line gaff, and policy makers) about progress toward a god and highlighting possible directions
for future efforts. Both of these rewards could be strong motivators for system stakeholders who
aretrying to baance “big picture’ issues of policy direction, disease trends, and so forth, with
the daily details of hedth care service implementation. Reproductive hedth indicator data can be
apowerful link between these two worlds that energizes those engaged in reproductive hedlth,
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family planning, and STD/HIV prevention. Even when reproductive hedth indicator systems
identify, for example, gapsin sarvices to a particular population or the enduring nature of some
socid and hedth problems, these data should form the basis for syssem change, training
opportunities, technica assstance, and shifts in research priorities. In this sense, the indicator
system provides meaningful guidance for purposive change or critica reexamination of attitudes,
beliefs, and practices. Findly, there is a positive side of linking data to decisons about funding.

It is possible that funding endures for reasons beyond service quality and efficacy. Incorporating
empirica results of indicator systems can, or even should, be afactor in the public processes that
lead to difficult decisons in aworld with resource congraints.

I nter section of Ethics and Quality with a Reproductive Health Indicator System

Describing the intersection of ethics and quaity with areproductive hedlth indicator system
may reprise points made earlier in this chapter. In doing so, the workgroup identified three
cautions about the possible efficacy of this process.

Firg, articulating explicit ethical principles to guide the development, maintenance, and use
of reproductive hedth indicators does not guarantee protection of individuas. Although obvious,
this skepticism concerning the gulf between intention and action deserves to be stated clearly and
often.

Second, resources are needed if issues of ethics and quality are to be monitored within a
reproductive hedlth indicator system.™ If it is the case that technical concerns about
operationalizing reproductive hedlth services and outcomes cannot be divorced from ethical
principles and acritical examination of qudity, then funding is required beyond the “ scientific”
tasks to ensure that these larger connections are examined.

Third, the field of reproductive hedth in the United States has alimited history of addressing
these technical, ethica, and quaity concerns when devising indicators. Thislast point in no way
diminishes the hard work of many scientists, policy makers, practitioners, and concerned citizens
who have grappled with these issues. It is smply acknowledging that we presently do not have a
consstent set of reproductive health measures that are implemented across service ddlivery
systems or the genera population and that are applicable at nationd, state, and loca levels.

Regardless of these cautions, the workgroup strongly believed in Stuating ethica and service
quality issues within the development and implementation of a reproductive hedth indicator
system. The brief presentation below summarizes some of the issuesraised earlier in this chapter
and points to recommendations from this group.

Process for Developing the I ndicator System

The earlier gagesin the indicator system devel opment process should alow for sufficient
engagement with key stakeholders. Idedlly, the new system will be strengthened by involving
participants and partners in setting gods, prioritizing congtructs, identifying safe and secure deta
collection procedures, and developing oversight procedures for unanticipated consegquences or
reviewing potential changes to the process. All of these project activities are consstent with
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ethica concerns and a focus on monitoring service quaity. This process would baance the
technical deliberations expressed in earlier chapters with ensuring fair representation of the
broader issues in reproductive hedlth, including measurement of the full array of family planning
and STD servicesto al client condtituencies, including, for example, adolescents, low-income
families, racid and ethnic minorities, and persons with disahilities.

Once theinclusive aspects of the start- up process have been emphasized—in terms of both
the participants and the project’ s scope—ethica and quality concerns might be brought to bear
on the feagbility of data collection. Here, too, the emphasis must be placed on asking questions
about data collection within a public service sector in which multiple funders require different
measures (or smilar items with different operationdizations). The workgroup did not view
ethica and quality issues as “ded breskers’ that would doom implementation. Rather, they
recognized that their concerns for apractical data project were truly consstent with scientific
design issues to ensure accurate and consistent data.

The last ethical and qudity concern during start-up might focus on the end uses of the data
collection system. It is reasonable to assume that key stakeholders would have some clear
expectations. Specificaly, data collected on service ddivery (as digtinct from nationd
descriptive information) should not be used to assgn “ pass/fail” gradesto programs. Thisis
particularly the case for systems engaged in innovative approaches to access and service
delivery, such as OPA’s mde involvement and outcome projects. Additiondly, approaches to
examining the data, as wdl as the forms or layout for disseminating results, should be outlined in
advance. Thiswould alow for critica study of the congruence between agreed-upon goas for
the indicator system with the proposed structures for describing the results. Findly, basic ground
rules should aso be developed during the initid project phase about disseminating indicator deta
and results. As ardated issue, guidelines dso must be generated for data access and publishing.

I mplementation of the Indicator System

The ethics and quality issues of maintaining an indicator system are distinctly different from
those just considered during the initia project phase. Two sets of implementation concerns are
summarized in the following paragraphs, under the generd headings of “Time” and “ Structure.”
Thefirg set of concerns has to do with some of the ethica and service qudity issuesthat arisein
the management of an indicator system over extended periods of routine implementation. The
second set of concerns hasto do with examination of the concerns raised in this chapter across
federd, State, and local levels, or how ethics and qudity are conveyed “verticaly.”

Time. Three tempord issues are outlined here in rdation to implementing a reproductive
hedth indicator system: 1) changesin palicy, 2) program funding congraints, and 3) maintaining
system integrity. Changes in policy and statutes should be monitored in relation to indicator
measurement and service qudity. Ideally, data dements should be routinely reviewed to ensure
their usefulnessin relation to shifting public hedlth priorities. Conversaly, the results from the
indicator system would idedlly play arole in debates about changing heslth policy and
legidation. The ethica issues raised above concerning whose voices and views are included
during gart-up are dso relevant here. The reproductive hedth indicator system requires an
explicit and equitable process for reviewing changes in measures and their implementation.
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The second tempora issue is more concrete. Title X family planning programs routingly
address funding congraints over time that may have ethica and service qudity implications.
Workgroup participants noted that loca agencies (with multiple funding streams) have
sometimes expended their dlotted Title X funds before the end of the fiscal year. This problem
raises ethical questions about equitable and fair service ddlivery. Service outputs (e.g.,
contraceptives provided) may vary based on the month when clients show up for appointments.
This syslematic variation may aso raise problems about measuring public sector results and
service qudity to inform future system needs.

Perhaps the most chdlenging tempora aspect of ethics, qudity, and indicator measurement is
maintaining rigor and consgstency during system implementation. The technicd dde of thisissue
has been raised in other chapters. Here, the concern rests on the implications of this chalenge.
Unplanned changes in how data d emernts are understood and captured affects summary measures
of service need and use. These changes should be controlled as well as possible through training
and syster monitoring in order to minimize errors of al types. There dso isaconverseto
decisions about rigor: it isimportant to actudly implement the sysem o that new information is
part of future discussions about service qudity, while acknowledging that rigor isa
developmenta process. In terms of implementing systems, one workgroup member succincily
noted: “Don' let the * perfect’ get in the way of the ‘good.””

A related issue concerning condstency and rigor involves generating and using data systems
over time. For example, some data collection efforts may attempt to capture confidential
information at multiple time points from system dients or individuas. The chalenges and
needed safeguards inherent in such efforts are significant.™® Alternatively, other messurement
systems routinely capture client events or characteristics without the added rigor of unique
identifiers. In this case, questions of ethics and qudlity, though different, remain important. For
example, in recent years, some “family planning” and “STD” dlinics have reorganized as
“reproductive hedth” sites. Monitoring client cheracteristics, disease burden, contraceptive use
patterns, and other eements over time must be examined critically when assessing service mix,
quality, and access, given the possible changes in the populations served or the agency’ s mission.

Structure. This section briefly raises ethics and qudity issuesinvolving indicator
implementation across system levels (i.e,, local, Sate, regiona and nationd perspectives). Data
Security isamagor ethical concern across structures. Some indicators may involve confidentia
data collection, such as cgpturing client or citizen names or sufficient numeric fields that
technicaly could dlow a determination of who was interviewed or surveyed. Confidentid data
may be particularly useful in that they dlow ether tracking changesin client status or condition
over time or provide the possihility of linking information across systems. These more complex
data activities can sgnificantly improve assessment of qudity services and their efficacy. They
adsorase ethicd issuesin terms of procedures to ensure subjects privacy, particularly when data
sets are transferred from local to state or federal agencies.'® In some cases, there may be
incong stencies between the data needs of local, Sate, or federa agencies and program
guidelines, state laws, or federa regulations. These insconsistencies or conflicts might be
particularly chalenging with highly senstive hedth information, such as STD case reporting,

HIV test results, or pregnancy outcome data. However, even in reproductive health arenas where
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somewhat less sengitive measures (e.g., client demographics) are accurate and available across
levels, datatransfer and security must be examined and each level’ s concerns resolved
satisfactorily.

A second structural issueis service funding acrossloca, Sate, and federd levels. Here,
numerous ethica and quality concerns are related to reproductive hedlth indicators. For example,
in assessing indicators for program efficacy, there may be significant variation in blending of
funds within sysems a the state or locd leve. Title X is often only one source of dollarsin
service deivery sysems. An assessment of Title X quality and the ethics of comparing system
outcomes must take into account thisfisca redity. In addition, variationsin service provison
must be consdered by funding source. A Title X client may be digible for different clinicd
sarvices than the patient Sitting next to her in the waiting room who is covered by private
insurance.

The complexities of funding and its relationship to reproductive hedlth indicators should not
obscure an even smpler ethical and qudity issue that was posed during the workgroup's
deliberations: What are the funding requirements for meeting the reproductive hedlth needs of
clientsin publicly supported programs? Developing indicators, particularly for program efficacy
and client outcomes, should involve a critical examination of both historical and projected
funding for government programs. For example, are the levels of and changesin funding a factor
in determining the mix of services and contraceptive options provided to poor women seeking
reproductive hedth care? During start-up of the indicator system, how does one set benchmarks
for quality service and outcomes that take into account variation among states and locdlitiesin
total funding for reproductive hedth for Title X programs as well as other resources? What are
the mora questions in choosing indicators, given the range of decisions made concerning service
delivery, client outreach, and resource alocation?

These issues have ramifications even for recent initiatives within Title X. For example, OPA
has recently set agod of increasing the number of clients served under Title X. There are
technica chalengesin measuring additiond patients. In addition, however, whet are the
implications for best practicesif prioritizing new dients affects follow-up services and
continuing clients access to return vigts?

Finaly, routine data systems are an integra part of hedth care service systems. Maintaining
areproductive hedth indicator sysem may rely in part on existing program information systems.
To the extent that this occurs, thereis a need to understand the strengths and weaknesses of these
ancillary data sets across structures. For example, STD surveillance systems are based on loca
reporting to Sate or city hedth departments. Variaion in loca coverage aswdll asin technica
capacity will affect summary measures generated a the state or regiond levels. In addition, the
use of these confidentia data recordsin conjunction with other hedlth service information can
raise ethical concerns. For example, in some public hedth locdities, family planning and STD
clinic data syssems may be merging as services are consolidated. Although this may improve our
understanding of client populations, it would aso require resolving possible conflicts about
confidentidity and sharing loca information with Seate sysems.
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A dightly different issue arises for specid program initiatives. OPA supports pilot projects
across the country addressing service innovation and client outcomes. Idedly, acommon set of
mesasures and data collection protocols could be implemented to ensure consistent, high-qudity
information. However, family planning outcome work may not be far enough aong, particularly
in relation to the concern for improving service access to high-risk populations, to warrant a set
of common multisite evaluation procedures. This redidtic limitation may affect the utility of
these data for informing reproductive hedlth status among this set of projects as well as for
broader program guidance.

RECOMMENDATIONS

Summary recommendations to OPA are presented below for ethica and qudity issues within
areproductive hedth indicator system. The first set of recommendations refers to system
development; the second set concerns ongoing implementation.

Indicator System Development Process

» Provide adraft of the indicator project’s Request for Proposa (RFP) to representatives
from each workgroup. Feedback from this dissemination process should be part of OPA’s
development of the published RFP.

* Create an ad hoc committee to work with the contractor selected from the RFP process.

* ldentify and recruit representatives from other government agencies, professiond
associaions, and stakeholder groups with expertise in examining ethical and quality
Service issues to participate as committee members.

» Clarify policiesfor relevant OPA-funded outcome projects concerning human subjects
review procedures. This may be particularly appropriate for demondtration programs that
include eva uation components rather than explicit “research” endeavors.

» Begin aprocess (Smilar to NCQA'’s efforts) of determining the desirable attributes of
reproductive hedth indicators.

Indicator System Implementation

» Ensure the development of a plan for addressing human subjects protection issuesin the
indicator system project. Incorporate relevant eements of thisplanin dl technica
documents and presentations concerning the implementation stage.

*  Overseidentification of the adminigrative unit(s) responsible for ensuring human
subjects protection in the project.

» Examine the posshility of incorporating data € ements from the indicator system as core
measures in other OPA-funded research and demonstration projects, such as Service
Deivery Improvement (SDI) grants and specid initiatives such as mae involvement.
(The focus here is not on the technica usefulness of this gpproach, but rather on
minimizing risks to and burdens on subjects concerning data collection.)

» Devdop guiddinesfor the use and sharing of indicator system data. Plan for drategic
partnerships with other programs engaged in related health and human service indicator
gystems.

Chapter 6: Ethics and Service Quality Page 62



* Include project activities to eva uate the impact of collecting reproductive hedth
indicator dataon key system dements, such as service qudity for patients, partners of
patients, service providers, and reproductive hedth service systlem change (e.g., policies,
service mix, and reimbursements).
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CHAPTER 7
CONSIDERATIONSFOR TITLE X FAMILY PLANNING PROGRAMS

This chapter presents a case study in which the principles and concepts presented in Chapters
1 through 6 are gpplied to the federdly funded Title X Family Planning Program. The Title X
Program is one of severa publicly funded programs, such as prenata, sexudly transmitted
disease, and HIV programs, that should have active representation in the development of a
national reproductive hedlth indicators .

BACKGROUND

In 1970, the US Congress passed Title X of the Public Hedlth Service Act, creating a nationa
family planning program. This legidation established a federa funding base for public and
private nonprofit organizations to provide “educational, comprehensive medical, and socid
services necessary to ad individuals to determine frely the number and spacing of their
children.”! Within the federal government, the Title X Program is administered by the Office of
Population Affairs (OPA) in the Office of Public Hedlth and Science of the Department of
Hedth and Human Services (DHHS).

Title X family planning sarvices are available to dl personsin the United States; priority is
given to low-income individuas. According to the fisca year 2002 funding request to the Office
of Public Hedlth and Science, more than 4.4 million individuas received family planning
services from a network of more than 4,600 clinics supported by the Title X—funded Family
Planning Program in 1998, the last year for which data are available. This service system is
managed primarily by state hedth departments and regiona nonprofit family planning councils
that are the recipients of Title X grants.

In addition to this vast network of clinica service providers, the Title X Family Planning
Program aso mandates and provides funding for public information and education addressing
family planning and population growth, training for service providers, and research related to
family planning and population issues. Because of its nationa scope, the Title X Program needs
to be strongly digned with the reproductive hedth indicators that are selected for this nationd
project. Such an dignment will create avisble presence for the Title X Program and will
edablish itsrole in contributing to the overal reproductive hedth and well-being of individuds
living in the United States.

Theworkgroup on Title X Applicability recommends that, within the context of the
Reproductive Hedlth Indicators Project, OPA adopt a set of performance indicators for the Title
X Family Planning Program that address the multiple mandates of Title X legidation. These
indicators should provide abass for broad public education about the importance of family
planning and the purpose of the nationd family planning program. Title X Program indicators
should relate both conceptually and pragmaticaly to the nationd indicators that are sdlected asa
result of the Reproductive Hedlth Indicators Project.
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This chapter highlights the themes underlying this recommendation, discusses the issues that
are centra to the development of a Title X Family Planning Program indicator set, and presents
congderations for moving this activity to the next phase. 1ssues covered in this chapter may raise
more questions than they answer because the initial phase of the Reproductive Hedth Indicators
Project has launched an important effort that isin need of continued work. Therefore, the find
section of this chapter contains a set of recommended future actions.

OVERVIEW OF THEMES
Conceptual Framework

A national set of reproductive health indicators should include both population and program
measures in order to provide the fullest vison and definition of reproductive hedth status and
hedlth care in the United States. The proposed conceptua framework described in Chapter 2 is
suitable for embracing a set of indicators gpplicable to the Title X Family Planning Program. In
addition to populationbased factors, this model includes program:based factors such as those
relevant to the Title X Program. Although the Title X Program, with its network of providers,
cannot take responsibility for a set of populationbased outcomes, it can be accountable for and
report on programmatic measures that contribute to population-based outcomes. Therefore, it is
important for the Reproductive Hedlth Indicators Project to adopt amodel that creates a clear
connection between program and popul ation measures. Such a connection will serve to educate
the genera public and policy makers about the vaue of program services to the reproductive
hedlth status of the population. In this modd, program services can emanate not only from the
Title X network but from ahost of other providers and funders. These include, but are not
limited to, community heelth centers, state and loca hedlth dinics, private practitioners,
hospitals, managed care organizations, and insurance carriers. Representatives from these groups
should dso be actively involved in the planning of the nationa Reproductive Hedth Indicators
Project.

Aligning Title X with a National Indicator Set

A mgor chalengein sdlecting the indicators will be limiting the total number of indicators
for nationa reporting. Because this nationdl set of indicators must be concisein its ability to “tell
the story” about reproductive hedlth status in the United States, it cannot possibly represent all
the program indicators that would be relevant to the Title X Program. It is therefore suggested
that a set of program indicators be developed specificdly for the Title X Program. From that set,
adesignated number of program indicators can be represented in the national set.

The quest for aset of Title X Family Planning Program indicators alows OPA to link with
severd performance projects that are underway both within the fidd of family planning and in
other related federd agencies. Presently the Family Planning Councils of America, the State
Family Planning Adminidrators, and DHHS Regions 1V, VI, VIII, and X are each working on
projects to devel op performance- based indicators for family planning programs. At the federd
level, indicator projects that clearly relate to and include family planning measures are ongoing
in the Maerna and Child Health Bureau of the Hedlth Resources and Services Adminigtration
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and in the Sexually Tranamitted Disease Program Division of the Centers for Disease Control
and Prevention. (A listing of these and other indicator projects can be found on the OPA Web
gte at www.hhs.gov/progorg/opafitlex/indicators.) In addition to linking with these efforts, Title
X Program indicators should aso link to Healthy People 2010? objectives and form a basis for
OPA performance reporting, as required under the Government Performance and Results Act
(GPRA).

Title X asthe Cornerstonefor Family Planning Program Indicators

The Reproductive Hedlth Indicators Project affords OPA a unique opportunity to position the
Title X Program as the cornerstone for providing comprehensive family planning sarvicesin the
United States. Not only isthe Title X Program broad in its vison and mandates, but it has
successtully established an impressive network of service providers with afunding infrastructure
that alows these providersto efficiently use funding from other sources to expand on the limited
resources provided by Title X. In some aress, state and loca revenues add to and complement
Title X—funded services. In other areas, Title X providers are successful in obtaining federd or
foundation funding to implement enhanced serviceinitiatives and to assst in reeching
underserved populations. At times, it has been the Title X Program, with its service sandards
and funding base, that has aided service providersin staving off local or statewide attempts to
dismantle or reduce publicly supported family planning services. The Title X Program has both
the stature and the presence of alarge and diverse service system to provide leadership in the
selection of program indicators that can set standards and define benchmarks for comprehensive
family planning services. OPA can use these indicators as a basis to judtify annual requests for
resources from Congress that are sufficient to meet and maintain service needs. Intime, Title X
family planning program indicators can and should become amodd for other agencies and
providers, such as state and loca health departments, private practitioners, neighborhood and
community hedlth centers, and insurance programs.

Comprehensive Family Planning Services as Defined Within Reproductive Health Care

The broad definition of reproductive hedth proposed in Chapter 1 implies avast range of
clinica servicesthat outdtrip the current funding leve of the Title X Program but not necessarily
the capacity of the provider network to offer this range of services. In fact, Title X—funded
service providersin the Title X Applicability workgroup noted wide variaionsin the
reproductive health services they are able to provide as aresult of the resourcesthat are avallable
to them. In examining this definition and the range of services ddivered by the Title X family
planning provider network, the Title X Applicability workgroup chalenged itsdf to define the
scope of services that comprise compr ehensive family planning care within the reproductive
hedth life cyde of individuds.

Guided by Title X program standards and concepts of service integration, the workgroup
began to list and categorize into the following two groups awide range of reproductive hedlth
services.

1. Comprehengve family planning services
2. Related reproductive hedlth services
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Thisligt of servicesis shown in Appendix B and is presented as a suggested draft document,
not as a definitive product. This exercise was ussful in providing asense of therange of clinica
services that can be represented in a comprehensive family planning indicator set for the Title X
Program.

Coreand Expanded Indicators

Although Title X may represent an expected standard, not al Title X—funded providers have
the resources to offer the full range of services suggested in the comprehensive family planning
service package shown in Appendix B. Even fewer of these providers have resources to offer the
types of services listed under the “Related Services’ category in the Appendix B. It istherefore
suggested that the Title X family planning indicator set be comprehensive in scope but
conceptudized as having indicators that fall into one of two groups. a core group and an
expanded group. The core set would condtitute a congtellation of servicesthat are given primary
focus and funding through the Title X Program. The expectation isthat Title X providers will
report on these measures because they represent Title X program and funding priorities. At
present, not dl services listed under comprehensive family planning servicesin Appendix B
would be designated as “ core’ services, because not al providers have the resources to offer
them.

Beyond the core set of indicators, the Title X Applicability workgroup conceptudized an
expanded set of family planning indicators, implying that additiona resources or expertise are
required to deliver the services rdated to these indicators. These indicators might represent
future directions or developmentd areas for the Title X Program. They would come from both
the Comprehensive Family Planning Services list and the related Reproductive Hedlth Services
list shown in Appendix B, as appropriate to Title X legidative mandates. Title X providers
would voluntarily eect to report on indicators culled from this expanded set. Thisflexibility
would alow DHHS regions, states, or councils to sdect standardized indicators that are
gpplicable to their own program initiatives, partnerships, resources, and loca community needs.
In addition, Title X providers may dect to develop an indicator and report on it as an expanded
service component, with technical assistance provided through OPA to develop a standardized
measure for the indicator. This agpect would be useful in creeting indicators for target
populations or services based on loca needs. Reporting on expanded indicators would alow
OPA to document the extent to which Title X providers are able to leverage Title X funding with
other resourcesin order to accomplish broader program objectives and to offer awider array of
reproductive health services for individuas based on community needs.

Severd advantages to designating core and expanded indicators for the Title X Program are
evident:

*  Family planning indicators would be uniformly defined and measurements standardized,
even though they may not be of primary (core) interest at thetime.

» Title X providers would have an incentive to expand their programs and would be able to
report on these expansion activities.
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» Title X providers would have the option to present their own initiatives while remaining
accountable for a core set of indicators.

» Theframework creates a dynamic system for the sdlection and reporting of awide range
of Title X Program indicators.

ISSUES SPECIFIC TO A TITLE X PROGRAM INDICATOR SET
Needs and Uses of an Indicator Set for Title X Programs

In both principle and practice, Title X Program indicators should be framed and used in such
away that they promote program progress and improvement. They should not imply absolute
gandards by which individua programswill be judged as either “passing” or “failing.”

The Title X Applicability workgroup identified three primary uses for the Title X Program
indicator set:

1. “Telingthe Story” —Thereisaneed to present a public image of the Title X Program
for the purpose of educating and building broader awareness and understanding of both
family planning issues and the Title X Program.

2. Monitoring and managing—Indicators are vauable for program planning and qudity
improvement. They help measure progress over time and identify areas where
improvements and resources need to be focused.

3. Strategic planning and goal setting — Indicators enable programsto set and work
toward achieving benchmarks, they ensure the use of common definitions and messures,
and they focus programs on working toward common program goals.

Similarly, there are three mgor audiences for reporting information on indicators. Each of
these audiences may find utility in any or dl of the uses of indicators as noted above:

1. Beneficiary audiences—Audiences such as family planning dients, families,
communities, businesses, and the at-large public who are stakeholdersin the hedth and
wedll-being of communities, who want assurances that local needs are being addressed,
and who look for accountability of programs a the community level

2. Internal (or management) audiences—Audiences such as OPA, DHHS Regiond
Program Consultants, and Title X service providers who use indicators to measure
progress, set and attain god's, and make adjustments to programming on the basis of
indicator findings

3. External (or resource provider) audiences—Audiences such aslegidators, Office of
Management and Budget, policy makers, the media, public and private funders, and
insurance plans, dl of whom are able to influence and/or alocate resources on the basis
of indicator reports. These audiences are dso capable of ensuring program longevity and
furthering the public agenda on reproductive hedth issues.
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I ndicator s Based on Program Effectiveness

Efforts to establish program effectiveness are useful in establishing a set of program
indicators. Family planning programs do not have the resources (or, in some instances, the
expertise) to individudly demondtrate the effectiveness of their services. However, if indicators
are designed to measure program components that have demondirated effectiveness, thiswill
dlow gronger links to be made to population-based outcomes, athough these are not directly
measured. Members of the Title X Applicability workgroup stressed the importance of being
ableto link the rationae for program services to improvementsin hedlth status. This connection
isessentid for “tdling acompelling story,” especialy in efforts to secure resources for program
services.

For example, theoretical models suggest that the availability and use of emergency
contraception has the potentid to reduce the incidence of unintended pregnancy (a population
based outcome). Therefore, aprogram indicator that measures the availability of emergency
contraception offered by reproductive hedlth providers can be linked to a desired population-
based outcome. However, such linkages between program indicators and population outcomes
cannot and should not imply causd relaionships. Asillugtrated by the model presented in
Chapter 2, factors other than program factors can intervene and result in either more or less
favorable outcomes at the population level. For example, dthough emergency cortraception
services may be widdy available in acommunity, individuals may not obtain access to those
sarvices as aresult of persond beliefs and behaviors.

Reporting on Indicators

In sdlecting indicators for the Title X Family Planning Program, every effort should be made
to minimize the burden of data collection and reporting on Title X service providers. Additiond
resources may be required by programsin order to collect and report on meaningful data. To the
extent possible, existing data sources should be examined for their potential value. In addition to
the indicators, OPA should provide standardized definitions and measures to ensure
comparability of the information collected, compiled, and reported in indicator formet. In
instances where the collection of universd dataisimpractica or prohibitively expensve, OPA
may consder establishing sentind data collection centers that provide representational data for
states and regions. These can be weighted and aggregated to produce estimates for reporting on
the nationa program.

Indicators should not be reported in isolation of the programmatic context from which they
are derived. An essentid agpect of “telling the story” is sharing the meaning and implications of
what is reported in the indicators. Indicator findings must be presented within a narrative format
that expands on the intent and meaning of the indicator with a particular audience in mind.

Domainsfor Program Indicators
As mentioned earlier, severad indicator projects currently underway are developing family

planning program:based measures of performance. OPA should build on the experience of these
projects with the god of adopting relevant aspects of their work rather than duplicating the
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effort. The Title X Applicability workgroup examined the conceptua framework of severa of
these projects and found substantial aress of overlap in the selection of domains. Domains are
broad conceptua areas under which specific performance measures are categorized. The
considerable overlap in domains sdlected by these projects provides judtification for using them
asabagsfor the Title X indicator set. Although the work on these indicator projects has
occurred independently of the Reproductive Hedlth Indicators Project, it is reassuring to note that
these domains are congstent with the selection of domains presented in Chapter 2.

Overlapping domains in these ongoing projects include the following:

Accessto dlinica services

Use and ddivery of services
Cost-efficiency

Effectiveness and qudlity of care
Individudized counsdling and education

Domains represented in some but not dl of the ongoing projects are as follows:

Management
Governance

Public education
Provider training

Client satisfaction
Community involvement

The differences in the domains sdected by these indicator projects appear to be related to the
specific objectives of each project. Y et taken together, the projects encompass domains that the
Title X Applicability workgroup members view asinclusve of the diveraty and breadth of the
Title X provider network and its activities. In addition, these domains represent the legidative
mandates of Title X ,with the exception of the research mandate, which will need additiona
consderation as a Title X indicators project moves forward.

ADDITIONAL CONSIDERATIONS

The Title X Applicability workgroup addressed arange of considerations related to the
Reproductive Hedlth Indicators Project. Some of these considerations are relevant to the
Reproductive Hedth Indicators Project in generd, but most are specific to the sdlection of family
planning program indicators.

FPAR and GPRA

The sdlection of Title X Family Planning Program indicators should be made in
condderation with other reporting requirements. Each year, Title X service providers submit the
Family Planning Annua Report (FPAR). This report provides information on family planning
service users (by selected demographics and types of services provided). It does not provide
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information on users of non-medical services supported by Title X, such as public education and
counsdling provided in the absence of medica services. It dso providesinformation on family
planning providers and on sources of revenue. Although it hasits uses, FPAR isfairly limited as
an effective management tool and should be revised in light of the Reproductive Hedth
Indicators Project. Under GPRA, OPA isrequired to submit to the Office of Budget and
Management a performance plan for Title X—supported programs and activities. This document
links performance measurement to federa budgeting and isa critical step in acquiring resources
and jugtifying Title X funding increases. Clearly, the concept of performance-based program
indicatorsis centra to both FPAR and GPRA. Planning and sdection of indicators should be
done in conjunction with the needs of these reporting systems.

Benefits of Collaboration

Outside of OPA, considerable efforts have been made with respect to performance-based
measuresin severd areas. Already noted isthe work by the Family Planning Councils of
America, the State Family Planning Adminisirators, DHHS Regions 1V, V1, VIII, and X, the
Materna and Child Hedlth Bureau, and the Centers for Disease Control and Prevention.
Together, these efforts comprise a combination of population and program-based indicators that
should be studied carefully and integrated into the continued work of the Reproductive Hedlth
Indicators Project. In particular, the work on family planning performance indicators aready
underway (e.g., the Family Planning Councils of America, State Family Planning
Adminigrators, and DHHS Regions 1V, VI,VI1I, and X) can save time and create efficiencies for
OPA in pursuing indicators for the Title X Program. The Title X Applicability workgroup noted
the importance of sdecting program indicators that are linked to objectivesin Healthy People
2010. For the purpose of the Reproductive Health Indicators Project, the objectivesin Healthy
People 2010 should be viewed as including dl the reproductive health focus areas (for example,
HIV, sexudly transmitted disease, and maternd and child hedlth) and not limited to those in the
Family Planning Chapter. Healthy People 2010 is viewed by the workgroup as an important tool
for both the Reproductive Hedlth Indicators Project and Title X Program indicators.

Scope of Program Indicators

By adopting the concepts of core and expanded indicators, the program indicator set for Title
X programs will be able to measure change in the capacity of the Title X service network to offer
arange of reproductive hedth services and/or expansion of services to underserved populations.
At the same time, the program indicator set will be able to measure the quality of the
performance on indicators viewed as “core’ to the Title X Program. There should be flexibility
and sgnificant service provider input in determining the core and expanded set of indicators for
the Title X Program.

Flexibility of Program Indicators
The Title X indicator st will be most useful in setting benchmarks againgt which progressis
measured, not as pass/fail measures of performance. When the indicators are viewed and

presented in this manner, there will be wider acceptance among Title X service providers of the
utility and importance in reporting on indicators. In addition, the benchmarks and the indicators
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themsalves need to be viewed as dynamic and capable of being changed and modified on the
bass of available resources and policy considerations.

Principlesand Ethical Considerations

Once identified, family planning program indicators should be presented within a context
that describes fundamentd principles and ethicsin service ddivery. These principles espouse the
voluntary and confidentid nature of service provison. They speak to informed consent practices
and nondirective counsgling approaches. They include complete access to accurate information
and education about family planning issues, including, but not limited to, al contraceptive
methods and pregnancy options. They aso address the principle of equd accessto quaity
services regardless of age, income, race or ethnicity, gender, sexud orientation, marital status,
citizenship, or physicad or mentd ahility. Quality serviceimplies cultura sengtivity and the
provision of counsdling, education, informed consent, and printed materidsin one' s preferred
spoken and/or written language. (These issues are dicussed in depth in Chapter 5.)

Focuson Gender, Reducing Health Disparities, and Positive Outcomes

The sdection of reproductive heslth indicators (including those for family planning) should
be gender inclusive. Indicators should encompass measures that promote the reproductive
wellness of both women and men. Although Title X providers primarily serve femaes, where
resources permit there is a growing trend and willingness among providersto offer family
planning services for males. Therefore, services for males should be recognized in the sdlection
of both core and expanded family planning program indicators. Additiondly, the indicators
should be sengtive enough to measure progress on the eimination of reproductive hedth
disparities among various population groups served by Title X programs. A concerted effort
should be made to present dl indicatorsin postive, hedth-affirming (rather than hedth-
deficient) terms. (These issues are discussed further in Chapter 5.)

I mplementation | ssues

Once indicators are sdlected for the Title X Program, they should be piloted in alimited
fashion by Title X providers so that the effects of data collection and reporting can be assessed.
Severd of theindicator projects underway are about to begin pilot phases that can provide
ingructive experience on implementation issues, such as cost and the feasibility and burden of
data collection on providers. Beyond the pilot stage and dong with input from the provider
network, OPA should sat aredidtic timdine for implementation and should actively assst
providers in meeting the timeline expectations. (Other issues concerning implementation of an
indicator program are discussed in Chapter 3.)

Accessto Information by Title X Providersand Program Administrators
To be usad effectively in planning and management, program indicators must be reported in
atimey fashion and accessible to the service provider network and DHHS Regiona Program

Conaultants. Standardized data and reporting systems should be established with sufficient
funding to support the development and maintenance of these systems and ensure timeliness and

Chapter 7: Title X Program Considerations Page 72



comparability of the data collected. In most cases, a 12-month reporting cycde will sufficeto
produce planning-leve information, provided that publication of the indicator findingsis
reviewed and shared promptly with Title X providers and DHHS regiond offices. Such
timeiness will aso benefit program accountability in OPA’ s reporting requirements under
GPRA.

Use of Indicator Reports

Indicators should be selected with a specific and shared purpose in mind. When reported, the

intended purpose of each indicator should remain clear and the potentia for misrepresentation
minimized. Under- performance on indicators should not result in punishment or sanctions for
service providers. Rather, program indicators should be used for qualitative improvement, and
benchmark settings should be clearly established. Technical assstance should be available to
help providersimprove their programs performance according to indicator findings. Careful
congderation should go into the preparation of written documents or ectronic pogting of
information. It islikely that asingle, generic format will not be suitable for al purposes and
audiences, as discussed earlier in this chapter. With audience and purpose clearly in mind, each
published report (whether in dectronic or hard-copy format) should provide a narrative that
introduces the purpose of the reported indicators and expands on the findings, thus providing a
context in which the intended audience can assmilate the reported information.

RECOMMENDATIONS
The workgroup on Title X Applicability proposes the following as future actions:

* Deveop acommunications srategy for sharing the results of this phase and future
activities of the Reproductive Hedlth Indicators Project with Title X service providers.
This strategy should provide for ongoing information sharing and feedback on the time
frame and process of sdecting Family Planning Program Indicators and their link to the
Reproductive Health Indicators Project. This strategy should include how to handle the
management of perceptions, facts, and misinformation that might result and interfere with
edtablishing commitment and ownership of the indicators project by the Title X provider
network.

»  Building on the current Reproductive Hedlth Indicators vison statement, issue a specific
vison statement for the nationd Title X Family Planning Program. The vision should be
based on the concepts and issues addressed by the Title X Applicability workgroup.

* |f aRequest for Proposa isissued and a contractor selected to complete work on the
Reproductive Hedlth Indicators Project, the workgroup strongly advises continued and
subgtantive representation in the planning and implementation process from the Title X
service network, in addition to representation from other funding agencies, professond
organizations, insurers, and individuas with related expertise.
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»  Continue work toward achieving consensus in defining comprehensive family planning
care, as proposed within the spectrum of life goan reproductive hedth services. Thiswork
is essentid to the selection of program domains and specific indicators within those
domains. Thiseffort is aso beneficid to defining the scope and qudlity of activities for
which Title X resources are to be used or leveraged in partnership with other federd,
date, or loca funding streams.

» Further explore the concept of core and expanded indicators, not only with respect to the
clinical services component of the Title X Programs (as presented in this chapter), but
a so with respect to the community education, provider training, and research
components of the Title X legidation.

* Moveforward with substantive integration of FPAR and GPRA reporting requirements

and linkage of these with the Healthy People 2010 objectives so that these measures can
be included with the work on the National Reproductive Hedlth Indicator Project.
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APPENDIX A:

SELECTED RESOURCES

Charting a Course for the Future of Women’s and Perinatal Health

Volume I: Concepts, Findings, and Recommendations

Volumell: Reviews of Key Issues

Holly Grason, John Hutchins, and Gillian Siver, Editors

Single copies of the two-volume publication are available a no cost from the Nationd Materna
and Child Health Clearinghouse at (703) 356-1964 or by visiting http://www.nmchc.org.

Prepared by the Women's and Children’s Health Policy Center at the Johns Hopkins School of
Public Health and sponsored by the Materna and Child Hedlth BureaWlHRSA/DHHS (March
1999), this compendium provides the background and context of the initiative from which the
Issues Summaries in Women's and Perinatal Health were derived, recommendations made by
expertsin thefidd in addressng these issues, and the full text of the 13 individud issues
summaries. All documents produced by the Charting a Course for the Future of Women's and
Perinatal Hedth Initiative were developed to guide future policy and program devel opment,
enhance support for advocacy and educationd efforts, and assst in program monitoring and
evauation.

Consensusin Region IV: Women and I nfant Health Indicators for Planning and Assessment
Regional Network for Data Management and Utilization (RNDMU)

Cecil G. Sheps Center for Hedlth Services Research

University of North Carolinaa Chapd Hill

725 Airport Road, Campus Box 7590

Chapd Hill, NC 27599-7490

http://www.shepscenter.unc.edu/DATA/RNDMU

To order ahard copy call (919) 966-5764 or e-mall Janet cortes@unc.edu

Consensusin Region 1VV: Women and Infant Health Indicators for Planning and Assessment
(1998) isthe product of a collaborative effort between the Regional Network for Data
Management and Utilization and the North Carolina State Center for Hedlth Statistics. Begun in
the early 1980s as a Specid Project of Regiona and Nationa Significance (SPRANS) Maternd
and Child Hedlth Bureau, DHHS, the RNDMU project origindly targeted its efforts toward
helping statesin Region IV reduce its high rate of infant mortdity. In 1990 the family planning
directors, dong with the MCH directors and directors of the state hedth atistical agencies from
each of the eight statesin Region IV, met with severa outside consultants to expand the
indicators so that they more completely addressed the planning and eval uation needs of family
planning programs. Again, in 1997, the women's hedlth directors met with the family planning

and gate Satisticd directors from each state to begin the process of expanding the indicators to
look at women's health issues not directly related to their reproductive hedlth. With the 1998
edition of the Consensus document, 17 years of data on many of the indicators are now available;
12 years are summarized on the Internet.
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The EVALUATION Project

Carolina Population Center

Univergty of North Carolinaa Chapd Hill
CB# 8120 Univerdity Square

123 West Franklin Street, Suite 304
Chapel Hill, NC 27516-3997

http://www.cpc.unc.edu/projects/eval uation

The EVALUATION Project isan initiaive funded by the US Agency for Internationd
Development (USAID) to support technica and methodologica advancement of population
program evaluation. The project is executed under contact to the Carolina Population Center at
the Universty of North Carolinaat Chape Hill in collaboration with the Futures Group and
Tulane Universty. The purpose of the EVALUATION Project is to strengthen the capacity of
USAID and host-country indtitutions to evauate the impact of population programs on fertility.
The project has produced the Handbook of Indicators for Family Planning Program Evaluation
(December 1994), a comprehensive listing of the most widely used indicators for evauating
family planning programsin developing countries. The indicators are organized within a
conceptua framework that specifies how programs are expected to achieve results at the
program and population levels. Indicators are provided in the following categories: policy,
environment, services delivery operations, services output, demand for children, demand for
family planning, service utilizations, contraceptive practice, and fertility impact.

Other documents include Working Group on the Evaluation of Family Planning Training: Final
Report (February 1994), aligt of indicators to measure the effects of training on family planning
sarvice ddivery; Working Group on the Evaluation of Family Planning Policy: Final Report
(March 1995), aligt of indicators to measure the effects of policy activities on family planning
demand and service ddlivery; Indicators for Reproductive Health Program Evaluation
(December 1995), arange of indicators that address hedlthy interventions for pregnant women

and for newborns, and Evaluating Infor mation-Education-Communication (IEC) Programs for
Family Planning and Reproductive Health (October 1996), providing an inventory of indicators
that can be used in evauating different types of |EC interventions and prepared as an update to

the |EC section of the Handbook of Indicators for Family Planning Program Evaluation.

Family Planning Councils of America (FCPA)
960 Penn Avenue, Suite 600
Pittsburgh, PA 15222

The FPCA is supporting a project to develop, recommend, and test in service delivery settings, a
core set of performance measures that can be used by the field to describe the effectiveness and
impact of family planning services. The gpproach isto develop a core set of performance
measures based on a systematic assessment of gods and strategies. The first stage of work,
defining and recommending a core set of indicators, has recently begun and is expected to
conclude in Spring 2000. The second stage will be a demongtration project to assessthe
feaghility of indituting a performance measurement system in selected family planning sites.
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Family Health Council of Central Pennsylvania
3461 Market Street

Suite 200

Camp Hill, PA 17011

Two handouts list a combination of indicators for chlamydiaand family planning programs.
These indicators focus on process, outcome, or structure and describe an andysis plan. Thisplan
describes the type of andydis, results of the andlys's, what islooked for in the results, and action
to be taken based on the results of the analysis.

HEDI S (Health Plan Employer Data and I nformation Set) 2000
Nationad Committee for Quality Assurance

2000 L Street, NW

Washington, DC 20036

(202) 955-3500
http://www.ncga.org

HEDIS s aset of standardized performance measures designed to ensure that purchasers and
consumers have the information they need to rdiably compare the performance of managed
hedlth care plans. The performance measuresin HEDIS are rdlated to many significant public
hedlth issues such as cancer, heart disease, smoking, asthma, and diabetes, among other public
hedth issues. It dso includes a standardized member satisfaction survey. Sponsored, supported,
and maintained by the Nationd Committee for Quality Assurance, the HEDIS s an ongoing
assessment tool thet is updated periodicaly by expert pand recommendations.

Healthy People

United States Department of Health and Human Services
Office of Disease Prevention and Health Promotion
Hubert H. Humphrey Building, Room 738G

200 Independence Avenue, SW

Washington, DC 20201
http://web.health.gov/healthypeople

Healthy People isanationd prevention initiative used by the US Department of Hedlth and
Human Services for the past two decades to improve the hedlth of the American people. Thefirgt
set of national hedlth targets was published in 1979 in Healthy People: The Surgeon General’s
Report on Health Promotion and Disease Prevention, with five gods to reduce mortality among
four different age groups—infants, children, adolescents, and young adults—and increase
independence among older adults. Building upon the lessons of the first Surgeon Generd’s

report, the framework of Healthy People 2000 conssts of three broad goas—hedth promation,
hedlth protection, and prevention services—with more than 300 nationa objectives organized
into 22 priority areas. The Department is currently developing anew set of national objectives,
Healthy People 2010, which were released in January 2000. As the process of developing new
national goas and objectives for 2010 began, the Department of Health and Human Services dso
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saw an opportunity to build upon this foundation by establishing asmal set of leading hedth
indicators, which will be presented as an introduction to Hedlthy People.

I mproving Health in the Community: A Role for Performance Monitoring
Ingtitute of Medicine

J. S. Durch, L. Bailey, and M. A. Stoto, Editors

National Academy Press

2101 Condtitution Avenue, NW

Washington, DC 20418

(800) 624-6242
http://www.nap.edu

In 1997, the Ingtitute of Medicine completed atwo-year study to examine the use of performance
monitoring and develop sets of indicators that could be used by communities to promote the
achievement of public hedth gods. The project was funded largdy by the US Department of
Hedlth and Human Services and the Robert WWood Johnson Foundation, initidly in response to
the proposd for the Health Security Act of 1994, and later focused on how a performance
monitoring system could be used to improve the public’s hedth. The report recommends a
community health improvement process, with emphesis on measurements to link performance
and accountability for public hedth on a community-wide basis. It incorporates a variety of
theoretical and practica models from hedth care, public hedlth, and other settings, attempting to
integrate these models into an overarching conceptua framework while illudrating its
application thorough prototype indicator sets.

Key Indicators for Family Planning Projects

World Bank Technica Paper Number 297, September 1995
Rodolfo A. Bulateo, Editor

1818 H Street, NW

Washington DC 20433

http://www.worldbank.org

This paper lists numerous indicators that could be used to monitor and evauate family planning
and suggests 10 potentialy useful indicators for most projects. These 10 indicators cover all
agpects of afamily planning program: program inputs, capacity, and process outputs, behaviora
outcomes among clients; and long-term demographic outcomes. The paper aso discussesthe
functions of indicators: tracking, monitoring, eval uation, comparison, and preparation. Criteria
for selection are dso discussed.

Maternal and Child Health Bureau
Title V Block Grant Program

Dr. Peter van Dyck, MD, MPH

Kerry Nessdler, RN

5600 Fishers Lane, Room 14-45
Rockville, MD 20857
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National Center for Education in Maternal and Child Health
2000 15th Street, North, Suite 701

Arlington, VA 22201-2617

(703) 524-7802

http://www.ncmech.org

The Title V block grant guidance has been consolidated into a combined annua report and
gpplications document with 18 nationa core performance measures, as well as state-negotiated
performance measurements on which states report. The revised formet offers a consstent way
for states to provide tabular information, which can be aggregated to reflect the block grant
effort. These measures are classified by the aspect of the maternd and child health services being
addressed—capacity, process, risk factors—and by the level of core public hedth pyramid. Each
measure is described in terms of Sx mgor components: gods, measure, definition, Hedlthy
People objective, data source, and significance. In conjunction with the National Center for
Education in Maternal and Child Hedlth, the Maternal and Child Hedlth Bureau has devel oped
the Title V Information System for dectronic storage and retrieva of information from the block
grant gpplications and annud reports. In 1998, dl states began using the Title V Information
System’ s data collection tool, the Electronic Reporting Package (EDP). The EDP is an easy-to-
use database application that alows states to complete required forms for their annual block
grant applications and reports. The National Center for Education in Maternad and Child Hedlth
iscurrently developing a Title V Web site where users will be able to search, sort, and display
TitleV datain avariety of table formats. The Bureau is now developing another separate set of
hedlth gtatus indicators to be included in the July 2000 Title V Block Grant Application and
Annud Report. Three pilot states—New Y ork, Rhode ISand, and Texas—have tested the
collection and utilization of the indicator data

Perinatal and Women’s Health | ssues Summaries
Copies of the summaries can be requested by caling the National Maternd and Child Hedlth
Clearinghouse at 703/356-1964 or by visiting http://Amwww.med.|hu.edu/wchpc/index.html.

Prepared by the Women's and Children’ s Health Policy Center at the Johns Hopkins School of
Public Hedlth and sponsored by the Maternal and Child Health Bureau, this set of 13 issues
summaries highlights policy and program aress in need of improvement in thefield of perinatal

and women's hedth. A two-volume compendium, Charting a Cour se for the Future of Women’s
and Perinatal Health, provides a more detailed overview of the background and findings on the
gpecific topics. The summariesinclude statistica and quditative deta; address interventions as
well asimplications for policy, programs, and research; and provide references on the following:
1) The Socia Context of Women's Hedlth, 2) Women's Reproductive Health and Overal Wdll-
Being, (3) Women's Experience of Chronic Disease, (4) Depresson in Women, (5) Abuse
Agangt Women by Their Intimate Partners, (6) The Nutritional Status and Needs of \WWomen of
Reproductive Age, (7) Women's Physical Activity in Leisure, Occupationd, and Daily Living
Activities, (8) Effects of Drug and Alcohol Use on Women's and Perinatd Hedlth, (9) Effects of
Smoking on Perinatd and Women's Hedlth, (10) Pregnancy Planning and Unintended

Pregnancy, (11) Issuesin Pregnancy Care, (12) Hedlth Care Services and Systems for Women of
Reproductive Age, and (13) Public Hedth Roles Promoting the Hedlth and Well-Being of
Women.
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A Report Card on Women'’s Health: Addressing Women’s Health Status at the National and
State Level

Universty of PennsylvaniaMedica Center

8th Floor Blockley Hall

423 Guardian Drive

Philadelphia, PA 19104-6021

(215) 898-2712

The work of this report card will be carried out through a unique partnership of three groups that
combine the long-standing lega resources and public policy experience of the Nationd
Women's Law Center, the national preeminence of the Lewin Group hedlth policy consulting
firm, and Focus on Women's Hedlth Research at the Univeraty of Pennsylvania Medica Center,
one of sx national Centers of Excedllence in Women's Hedlth. The project god isto develop and
test a pioneering policy and advocacy tool in the form of a comprehensive report card on
women's hedlth that uses a broad definition of hedth, a unified framework for andyss, and
congstent indicators to measure the status of and investment in women's hedlth on a state- by-
gate and nationa level. The report card will present a comprehensive framework of women's
hedlth that extends beyond traditional measures of hedth status to include those indicators thet,
by affecting women's lives, aso have an impact on hedlth status. It will couple hedlth status and
resource/investment indicators. Additiondly, the report card will identify issuesthat cut across
class and racid/ethnic differences, making possible a basdine of comparison for women's hedth
between states and between the United States and other nations.

Selecting I ndicators for Monitoring Reproductive Health

UNDP/UNFPA/WHO/World Bark Special Programme of Research and Development Training
in Human Reproduction

PROGRESS in Human Reproduction Research, No. 45, 1998

World Hedlth Organization

1211 Geneva 27 Switzerland

Thisissue of the PROGRESS quarterly newdetter |looks specificaly at the subject of
reproductive hedlth indicators. In itsrole as the lead agency for the Working Group on
Reproductive Hedlth of the United Nations Task Force responsible for the follow-up to the
International Conference on Population and Development in 1996 and 1997, the World Hedth
Organization convened two interagency meetings on reproductive hedlth indicators for global
monitoring. The article includes aminimd list of 15 reproductive hedth indicators

recommended by the meeting participants and explains what hedth indicators are, how they are
expressed, and what they are used for. It also includes an explanation of criteriato usein
selecting indicators, aswell as anumber of “key issues’ that should be borne in mind by anyone
using indicators.

Standards of Care
Regiona Program Advisory Committee (RPAC)
Region VI

Appendixes Page 80



This project ams to improve understanding and implementation of standards of practice or
benchmarks currently utilized for family planning within the universa hedlth care system,
induding some “managed care’ relevant indicators. The overdl god isto improve the ddivery
of family planning services. The project identified commonly utilized measures or indicators of
family planning hedth carein avariety of domains, including service delivery, administration,
outreach, prevention, and others. The project is ongoing and one of the expected resultsis an
andyds of how these dements compare in the public and private arenas.

The Status of Women in the United States: Politics-Economics-Health-Demographics
Ingtitute For Women's Policy Research (IWPR)

1400 20th Street, NW

Suite 104

Washington, DC 20036

http://www.iwpr.org

This series of reports compiles crucid data about the issues affecting women to provide policy
makers with reliable and relevant data about women in order to achieve gender equdity. The
choice of key indicators was largely guided by the Beijing Declaration and Platform for Action
from the United Nations Fourth World Conference on Women. Composites represent indices
(which dlow ranking and comparisons among states) on palitica participation and
representation, employment and earnings, economic autonomy, and reproductive rights. Hedlth
and Vitd Statistics and Basic Demographics are adso included.

Women of Color Data Book: Adolescentsto Seniors
Nationd Ingtitutes of Health

Office of the Director

Office of Women's Hedlth

NIH Publication No. 98-4247

The data book focuses on atotality of factors believed to contribute to health and specificaly on
three sections: factors affecting the hedlth of women of color (ethnicity and race, subpopulations,
demographics, accessto sarvices, hedth risk and hedthful behaviors) and health assessment of
women of color (mgor causes of death, behavior and lifestyles, preventive hedth care services,
access to hedlth insurance and services, morbidity and mortality), and issues related to improving
the health of women of color.

Women'’s Health Data Book: A Profile of Women’s Health in the United States
State Profiles on Women’s Health

Jacobs Indtitute of Women’s Hedlth

Jacqueline A. Horton, ScD, Editor

409 12th Street, SW

Washington, DC 20023-2188
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These two 1998 publications focus in detail on national data that describe the hedth status and
magor causes of morbidity and mortality for women in the United States and then describes this
a adate level. These publications include basic demographic information, mgor risk factors for
illness, leading causes of death and disease, hedlth insurance coverage, preventive hedth
services, and policy issues. Comparisons and trends can be observed.
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APPENDIX B:

COMPREHENSIVE FAMILY PLANNING SERVICESAND RELATED
REPRODUCTIVE HEALTH SERVICES

During the Phoenix meeting, the Title X Applicability workgroup developed the
following list of services that fit under the concepts of comprehensive family planning services
(as represented by the scope of servicesimplied by Title X) and related reproductive health
services. Thislist address aspects of clinica care and counseling only. The workgroup had
insufficient time to examine the potentid range of activities surrounding the other Title X
mandates, such as community education, training, or research. Thislist should not be consdered
complete, asit requires refinement and input from awider range of Title X service providers and
from the staff of the Office of Population Affairs and the Department of Hedlth and Human
Services. It should, however, provide ingght into the kinds of program performance indicators
that might be derived from this framework.

1 Comprehensive Family Planning Services (provided to females and males):
(Core and Expanded Title X Program Indicators would come from thislist.)
Clinical:
. All contraceptive methods and services(including serilization, emergency
contraception, and naturd family planning)

. Pregnancy testing and uterine Sizing

. Post- pregnancy contraceptive care

. Screening for sexudly transmitted diseases (STDs), including gonorrhes, syphilis,
chlamydia, and HIV

. Caefor treatable STDs (either on ste or through documented referral and follow-
up)

. Partner servicesfor STDs (preferably on dite or, dternatively, through
documented referra)

. Hedth screening for blood pressure, anemia, nutrition, weight, smoking,
Substance use

. Screening for sexud functioning (sexud history)

. Screening for domestic violence, coercion

. Reproductive cancer screening (including cervicd, breest, prostate, and testicular
cancers)

. Screening and referrd for genetic conditions affecting hedlthy pregnancies
Referrd and follow-up for abnormalities uncovered in screening assessments
Counsellng and education to:
. Provide nondirective counseling on pregnancy options (prenatal, adoption, and
abortion)
Improve effective use of contraception
Reduce reproductive hedlth risks
Improve preconception hedth status
Address fertility and infertility concerns
Address concerns of adolescents: coercion, abstinence, and parental involvement
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. Address persona responsibility in relationships
. Ingtruct individuals on breast and testicular s&f-examination

2. Related Reproductive Health Services (provided to females and males):
(Expanded indicators may come from this list, as gppropriate to Title X legidation.)
Clinical:
Treatment for adbnormd clinica findings (such as amenorrhea, anemia, eic.)
Infertility diagnoss and trestment
Reproductive cancer diagnoses and treatments (col poscopy, mammography, €etc.)
Prenatal and perinatd care
Ddivery
Breast-feeding and lactation
Sexud functioning
Immediate postpartum care
Management of peri- and postmenopauise
Reproductive hedth care for sterilized individuas (Pap smears, prostate
screening, €tc.)
. Abortion services*
. Diagnosis of genetic conditions affecting a hedthy pregnancy
Counseling servicesto:
. Amdiorate or provide thergpeutic interventions for domestic violence or coercion
. Asss couples with infertility and adoption issues
. Address hereditary genetic disorders
. Improve sexua response and functioning

* Although induced abortion isalega procedure and a service component of reproductive hedth
care, it is prohibited by legidation from being offered within the Title X Family Planning
Program.
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APPENDIX C:

WORKGROUP MEMBERS

WORKING GROUP 1: PURPOSE, SCOPE, AND USESOF A NATIONAL SET OF
REPRODUCTIVE HEALTH INDICATORS

Leaders: Karen Edlund, RN

Wendy Chavkin, MD, MPH Acting Chair

Stacey Rees State Family Planning Adminigtrators
Center for Population and Family Hedlth Public Hedth Family Planning Program
Columbia University Massachusetts Department of Public Hedlth

Mailman School of Public Hedth
Susan Nadler, EAD, MPH, CDM

Jane Bertrand, PhD Public Hedlth Divison
Department of Internationad Hedlth New Mexico Department of Health
School of Public Hedlth and Tropica
Medicine Ruth Shaber, MD
Tulane University Chief of Obgtetrics and Gynecology

Kaiser Permanente Medicad Group
Janet Chapin, RN MPH
Director, Women's Hedlth Issues OPA Staff:
American College of Obgtetricians and Mary Bowers
Gynecologigts Alicia Richmond Scott

Judy DeSarno

CEO and President

Nationd Family Planning and Reproductive
Hedth Association

WORKING GROUP 2: OVERALL PROJECT DESIGN AND STRUCTURE

Leader: Joan Kennelly, RN, MPH, PhD
Mary D. Peoples-Sheps, DrPH Independent Consultant
I ndependent Consultant

Jim McCarthy, PhD
Holly Grason, MA Director, Center for Population and
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GLOSSARY

Behavioral Risk Factor Surveillance System (BRFSS): An ongoing data collection telephone
survey of the U.S. cvilian, noningtitutionaized, adult population. The BRFSS is administered

and supported by the Divison of Adult and Community Hedlth, National Center for Chronic
Disease Prevention and Hedlth Promotion, Centers for Disease Control and Prevention. It
collects state- specific information to determine the prevaence of high-risk behaviors such as
cigarette smoking, physca inactivity, and drinking and driving, as well as preventive practices.
www.cdc.gov/ncecdphp/brfss

Belmont Report: The result of a 1976 conference held by the National Commission for the
Protection of Human Subjects of Biomedica and Behaviord Research, this report summarizes
the basic ethica principles and guiddines for the protection of human subjects of research.
www.med.umich.edu/ethics/belmont/BELMONTR.HTM

Consistency: For the purposes of this document, consistency refersto a condition of agreement
or compatibility in which things conform to the same principles or course of action and are
uniform.

Coreindicators. A representative set or subset of indicators reflecting key concepts.

Family Planning Annual Report (FPAR): A report providing annud service data, which all
grantees recalving funding under the federa Title X program are required to submit.

Government Performance and Results Act (GPRA): Legidation enacted by the U.S.
Congressin 1993, which seeks to shift the focus of government decision-making and
accountability to afocus on the results of activities, such asred gains or program quaity. Under
the Act, agencies are to develop multiyear strategic plans, annud performance plans, and annud
performance reports.

Health outcome measures. Anindicator of the results or consequences of a process of care.
Hedth outcomes may include satisfaction with care as well as the use of hedth care resources.
Included are clinica outcomes, such as a change in hedth status and changes in the length and
qudlity of life asaresult of the detection or treatment of disease.

Health Plan Employer Data and Information Set (HEDIS): A set of standardized
performance measures that are sponsored, supported, and maintained by the National Committee
for Quaity Assurance (NCQA). HEDIS s designed to ensure that purchasers and consumers
have the information they need to rdiably compare the performance of managed hedlth care
plans. HEDIS performance measures are related to many sgnificant public hedth issues, such as
cancer, heart disease, smoking, asthma, and diabetes. HEDI'S al so includes a standardized survey
of consumers experiences that evauates plan performance in areas such as customer service,
access to care, and claims possessing.

Heath status measures. Measures that represent a broad overview of acommunity’s health and
that can be used by various levels of government.
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Healthy People 2010: A nationd prevention initiative, administered by the Department of
Hedlth and Human Services, that identifies opportunities to improve the hedth of dl Americans
through the use of hedlth promotion and disease prevention objectives. www.health.gov/healthypeople

Indicator: A datistical tool used to summarize data that have been collected in order to answer
questions about the planning and management of hedlth programs. Hedlth indicators are used to

assess a population’ s hedth gtatus, to monitor the implementation and outputs of a program, and
to evauate the effectiveness and impact of aprogram. Hedth indicators are expressed in terms

of absolute numbers, rates, proportions, averages, or categorica variables.

Input measures. A datistical measure showing the amount of resources that are being used for
aparticular planned activity over a specific period of time.

I nter national Conference on Population and Development (ICPD): A mesting of the United
Nations World Heslth Organization held in Cairo in 1994 that discussed issues of reproductive
hedlth, population growth, and economic development. www.undp.ora/popin/icpd

National Committee for Quality Assurance (NCQA): An independent, non-profit
organization whose mission isto evauate and report on the quaity of the nation’s managed care
organizations. NCQA sponsors and supports the HEDI'S set of performance measures.
www.ncga.org

National Survey of Family Growth (NSFG): A survey conducted by the National Center for
Hedth Statistics that provides current information on pregnancy, childbearing, contraception,

and related aspects of materna and child hedth. There have been five rounds of data collection,
each based on a nationally representative sample of women aged 15-44, interviewed in person in
their own households. www.cdc.gov/nchs/nsfg.htm

Needs assessment: A formd process of identifying problems and assessing a community’s
capacity to address hedth and socid service needs. It is often the first step in acommunity
hedlth improvement process.

Output measures. A datistical measure showing a product or accomplishment in measurable
terms of the activities of an individua over a pecific period of time.

Performance measure: A datigtical measure that Sgnifies the extent to which a program is
mesting its long-term objectives.

Pregnancy Risk Assessment Monitoring System (PRAMYS): PRAMS s asurveillance project
administered by the Centers for Disease Control and Prevention (CDC) and state hedth
departments. PRAMS collects state- specific, populationbased data on maternd attitudes and
experiences before, during, and immediately after pregnancy.

www.cdc.gov/ncedphp/drh/srv_prams.htm

Process measure: A daigicad measure showing the activities that will be completed in order to
achieve a specific objective over a specific period of time.
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Proxy: A variable used to stand in for one that is difficult to measure directly.

Rédliability: The extent to which scores obtained on a measure are reproducible in repested
adminigrations, provided that al reevant measurement conditions are the same.

Senditivity: A measure of the validity of atest, defined as the ability of an indicator to correctly
indicate a positive result if the condition, disease, or dateis actually present.

Specificity: A measure of the vaidity of atest, defined as the ability of an indicator to correctly
indicate a negative result if the condition, disease, or date is actudly not present.

Title X: A program adminitered by the Office of Family Planning of the Office of Population
Affairs, U.S. Department of Hedlth and human Services. The Title X program supports grantsto
provide comprehensive family planning and reproductive hedth servicesto dl persons who want
them. These services include contraceptive services and supplies, basic gynecologic care, cancer
and generd medical screening, infertility services, education, counsding, and referrd.
www.hhs.gov/progorg/opaltitlex/ofp.html

Validity: The extent to which a measure reflects the concept it isintended to messure.
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